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PREFACE 

The  Montana  Developmental  Disabilities  Planning  and  Advisory 
Council  (DDPAC)  has  awarded  a  grant  to  the  Center  for  Technical 
Services  of  Atlanta,  Georgia,  to  conduct  an  assessment  of  various 
aspects  of  the  system  for  delivering  services  to  the  developmen- 
tally  disabled  population  in  Montana.  The  Center  for  Technical 
Services  has,  in  turn,  contracted  with  the  firms  of  Bron  Cleveland 
Associates,  Inc.,  of  Atlanta,  Georgia,  and  Gollay  and  Associates, 
Inc.,  of  Santa  Fe,  New  Mexico,  to  do  certain  work  under  this 
grant.  This  document  reports  the  results  of  work  performed. 


The  report  and  the  investigations  leading  to  it  have  been  designed 
to  answer  three  primary  questions  concerning  Montana's  system  for 
community  services.  These  are: 

•  Can  and  do  individuals  with  developmental  disabilities 
receive  appropriate  services  in  the  community?  That 
is,  is  it  possible  for  individuals  who  have  a  capacity 
to  progress  through  services  to  do  so?  And,  is  it 
possible  for  individuals  who  require  intensive  or  age- 
appropriate  services  to  obtain  what  they  need? 

•  Can  the  DD  system  as  currently  constituted  be  expected 
to  absorb  and  appropriately  serve  individuals  likely 
to  enter  it  from  institutions,  special  education, 
nursing  homes,  and  families? 

•  What  directions  should  be  considered  by  the  state  over 
the  next  four  years  to  ensure  that  current  and  poten- 
tial DD  clients  receive  the  most  appropriate  care  in 
the  community? 


As  implied  in  the  third  question,  an  effort  has  been  made  to  set 
these  results  in  a  forward-looking  context  that  ensures  their 
usefulness  for  planning.  The  selection  of  a  four  year  time  frame 
is  admittedly  arbitrary,  selected  primarily  because  it  is  co- 
terminous with  the  gubernatorial  term  of  office.  This  is  a 
natural  planning  term  for  state  government.  The  results  thus 
can  provide  information  that  will  be  useful  to  the  new  administra- 
tion in  designing  its  strategies  for  developing  services  for  the 
developmental ly  disabled  population. 

How  is  the  Study  Helpful? 

While  the  study  is  designed  specifically  to  guide  the  DDPAC  in 
undertaking  its  long-range  planning  responsibilities  mandated 
under  P.L.  95-602,  the  results  will  be  useful  to  various  other 
components  of  the  state's  developmental  disabilities  system  at  all 
levels.  These  include  regional  councils,  state  agencies,  con- 
sumers, special  educators  and  community-based  providers.  Since 
there  is  a  potential  for  such  broad  use,  it  is  important  that 
there  be  a  common  understanding  of  the  ways  that  the  study  is 
intended  to  be  helpful.  The  following  identifies  six  areas  of  po- 
tential interest  to  the  readers  and  describes  the  extent  of  the 
study's  contributions  in  these  areas.  To  assist  the  reader  in 
determining  the  potential  benefits  of  the  information  contained  in 
the  study,  functions  not  intended  for  the  study  are  identified, 
also. 

•   Evaluation.  The  study  provides  useful  information  con- 
cerning the  extent  to  which  the  service  system  is  properly 
organized,  financed,  and  managed  to  ensure  that  DD  persons  who  re- 
ceive services  currently,  as  well  as  those  who  may  receive  them  in 
the  future,  receive  these  services  in  an  appropriate  fashion.  The 
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study  is  not,  however,  a  services  evaluation  in  the  classical  sense, 
designed  to  answer  such  questions  as  "Is  the  system  providing  high 
quality  services  to  DD  individuals?" 

•  Planning.  The  study  points  out  specific  aspects  of  the 
system  that  require  development  and  presents  a  general  strategy  for 
undertaking  these  developments.  As  such,  it  lays  the  groundwork 
for  future  efforts  aimed  at  planning  toward  the  improvement  of  what 
is  in  place  currently.  It  does  not,  however,  result  in  a  detailed 
plan  for  the  DD  system  or  a  plan  for  the  system's  further  deinsti- 
tutionalization, although  the  results  do  contribute  a  basis  for 
such  plans  should  the  state  decide  to  undertake  efforts  to  address 
the  issues  discussed  herein. 

•  Fiscal  Analysis.  The  study  examines  selected  aspects  of 
current  expenditures  to  determine  possible  alternative  or  addition- 
al sources  of  financing.  In  particular,  the  consultants  examined 
the  methods  used  to  finance  the  development  and  operation  of 
community  programs  and  the  potential  for  the  use  of  various  fed- 
eral housing  financing  mechanisms.  It  does  not  otherwise  examine 
the  system's  current  expenditure  patterns. 

•  Management  Analysis.  The  study  examines  selected  aspects 
of  DD  system  management  to  identify  barriers  to  the  system's 
ability  to  ensure  appropriate  client  services.  To  the  extent  that 
the  lack  of  adequate  management  at  the  state  level  introduces  such 
barriers  at  the  client  level,  these  problems  are  identified.  On 
the  other  hand,  the  study  does  not  provide  an  analysis  of  the 
management  of  the  state  DD  system  in  general,  and  in  particular  it 
does  not  examine  the  question  of  possible  consolidation  of  major 
components  of  the  system  at  the  state  administrative  level. 
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t   Should  Boulder  River  School  and  Hospital  (BRSH)  Be  Closed? 
The  study  addresses  the  question  of  the  current  capability  of  the 
DD  community  system  to  absorb  individuals  of  BRSH  and  other  poten- 
tial sources.  In  particular,  the  study  is  concerned  with  the 
extent  to  which  the  community  system  provides  appropriate  services 
to  individuals  similar  to  those  who  would  enter  the  community 
should  BRSH  be  further  deinstitutionalized.  However,  the  study 
does  not  otherwise  address  the  question  of  what  to  do  about  BRSH 
or  related  questions  concerning  where  currently  institutionalized 
clients  should  be  served  and  whether  the  state  needs  to  maintain  or 
replace  BRSH  with  other,  smaller  institutions. 

t   Cost  Analysis.  The  study  points  out  the  extent  to  which 
the  implementation  of  recommendations  might  entail  additional  ex- 
penditures and,  as  stated  above,  includes  information  about  sources 
of  financing  available  to  the  state  for  undertaking  recommendations 
concerning  community  residential  facilities.  Not  included  is  a 
cost  analysis  of  possible  future  alternatives  for  the  state  DD 
system.  The  study  does  not  attach  specific  dollar  amounts  to 
recommendations  made,  nor  does  it  examine  the  possible  cost-benefit 
or  cost  effectiveness  of  these  alternatives. 

Methods  Used  and  Time  Frame 

The  study  was  conducted  over  seven  and  one-half  months,  from  August 
15,  1980  to  April  30,  1981.  All  substantive  work  was  completed  by 
March  12,  1981,  in  order  to  leave  time  for  the  project  team  to 
clarify  the  results  as  requested  by  the  DDPAC.  The  project  was 
conducted  under  the  auspices  and  close  supervision  of  the  Executive 
Committee  of  the  DDPAC,  which  met  with  the  project  staff  on  a 
monthly  basis.  In  conducting  the  study,  essential  elements  of  work 
were  performed  by  four  individuals  representing  the  aforementioned 
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organizations.  An  estimated  combined  time  of  three  person-months 
were  spent  on-site  in  Montana,  collecting  and  analyzing  data  and 
other  information  from  a  variety  of  sources. 

A  variety  of  methods  were  used  to  obtain  the  information  reported 
here.  These  included  interviews  with  state  agency  personnel, 
providers,  regional  council  members/consumers,  the  DDD  regional 
structure,  institutions,  and  caseworkers.  On-site  program  visits 
were  conducted  at  BRSH,  Eastmont  Human  Services  Center,  and 
numerous  provider  organizations  in  all  regions  of  the  state  and 
among  various  types  of  services  supported  by  the  Developmental 
Disabilities  Division.  In  order  to  obtain  additional  information 
about  issues  identified  through  interviews,  a  series  of  question- 
naires was  developed  and  administered  to  community  providers, 
social  workers,  special  education  directors,  DDD  community  workers, 
and  other  regional  staff  and  vocational  rehabilitation  personnel. 
In  addition,  a  variety  of  existing  secondary  data  were  reviewed, 
including  annual  reports,  plans,  and  relevant  studies. 

The  methods  used  in  analyzing  this  information  included  the  prepara- 
tion of  a  conceptual  framework  identifying  the  major  components  of 
a  community  DD  system  that  has  the  capacity  to  serve  DD  persons 
appropriately.  This  framework  was  developed  with  the  participa- 
tion of  state  agency  personnel  who  have  responsibility  for  support- 
ing an  overall  system  of  services  to  ensure  that  what  was  identi- 
fied as  desired  was  as  Montana-specific  as  possible.  This  framework 
thus  provided  the  focus  for  data  collection  and  analysis  activities. 

A  major  task  undertaken  that  was  not  anticipated  by  the  project 
team  at  the  outset  included  extensive  and  time-consuming  efforts 
to  address  the  skepticism  that  existed  in  many  quarters  regarding 
the  need  to  conduct  the  study.  Numerous  misunderstandings  about 


the  overall  intent  of  the  study  were  clarified  through  various 
meetings  and  presentations  by  the  project  staff.  As  discussed 
below,  however,  this  skepticism  was  not  completely  overcome,  and 
it  contributed  several  important  limitations  to  the  results  that 
are  reported. 

Limitations  on  the  Project 

A  number  of  limitations  were  imposed  on  the  project  both  by  the 
necessity  to  narrow  the  focus  and  by  difficulties  in  obtaining  in- 
formation within  the  selected  areas  of  focus.  These  limitations 
are  described  below  in  each  of  these  categories. 

•   Self-imposed  Limitations  to  Obtain  a  Manageable  Focus. 
The  project  emphasized  services  to  adults  in  those  components  of 
the  DD  system  supported  by  the  Developmental  Disabilities  Division. 
It  did  not  look  at  adult  mentally  ill  persons  who  may  be  DD,  nor 
at  the  physically  handicapped  as  a  distinct  group.  Within  this 
group,  the  project  focused  primarily  on  working  age  adults,  although 
some  attention  was  given  to  elderly  persons  to  the  extent  that 
issues  of  their  appropriate  placement  impact  on  services  to  working- 
age  adults.  Although  the  project  focused  on  services  to  adults 
supported  by  the  DDD,  the  assessment  of  services  capability  by  no 
means  is  limited  to  these  services.  Since  DD  adults  served  by  the 
DDD  are,  in  fact,  dependent  on  services  from  various  state  and  local 
agencies,  this  range  of  services  is  examined. 

An  assessment  of  children's  services  is  included  in  a  limited  way. 
The  project  identified  the  number  of  children  who  meet  the  federal 
definition  of  a  disability  and  who  are  likely  to  require  community 
services  in  order  to  participate  in  special  education  in  their 
own  communities.  This  yielded  certain  types  of  information  that 
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should  be  useful  to  the  state  in  planning  its  community-based 
services  to  this  group.  Another  area  in  which  DD  children  are 
examined  is  with  regard  to  their  eventual  graduation  from  special 
education  and  transition  into  adult  services.  The  extent  that 
these  individuals  can  be  expected  to  increase  the  burdens  on  com- 
munity services  and  the  adequacy  of  procedures  to  support  this 
important  transition  are  examined. 

With  respect  to  institutions  and  nursing  homes,  the  project 
examined  the  characteristics  of  clients  served  as  a  means  of  an- 
ticipating the  impact  of  the  movement  of  these  individuals  into 
the  community  services  system.  However,  no  efforts  were  made  to 
examine  the  scope  of  services  available  to  these  individuals  in 
their  current  settings. 

•   Limitations  Imposed  by  Others.  These  limitations  include 
those  imposed  by  the  availability  of  data  and  the  general  environ- 
ment in  which  the  study  was  conducted.  In  terms  of  data  avail- 
ability, little  data  is  available  on  the  DD  population  at  Warm 
Springs.  Also,  little  data  is  available  in  aggregated  usable  form 
on  the  history  of  client  movement  that  would  support  analysis  of 
what  has  happened  to  clients  who  have  entered  the  community  system 
over  the  last  five  years.  Also,  little  data  is  available  in  aggre- 
gated usable  form  that  described  the  functioning  characteristics 
of  DD  persons  on  waiting  lists  from  which  the  types  of  services 
needs  (i.e.  intensive  vs.  non-intensive)  can  be  determined.  Be- 
cause of  these  limitations  in  data  availability,  a  number  of 
assumptions  had  to  be  made  in  order  to  anticipate  the  potential 
impacts  of  these  populations  on  community  services.  These  assump- 
tions are  outlined  in  Part  One  of  the  study. 

In  the  area  of  environmentally  imposed  limitations,  the  consultants 
were  unable  to  visit  what  would  be  considered  a  reasonable  sample 
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of  programs  in  the  western  regions  of  the  state  due  to  an  unwil- 
lingness among  some  providers  to  participate  in  the  study.  More 
important,  however,  is  the  fact  of  a  very  low  response  rate  among 
privately  incorporated  providers  of  DD  services  to  the  mail  survey 
as  compared,  for  example,  with  an  exceptionally  high  rate  of 
response  from  the  social  services  system.  It  therefore  was  incum- 
bent on  the  project  staff  to  make  a  number  of  assumptions,  based 
on  the  small  number  of  responses,  about  difficulties  being  encoun- 
tered in  community  services  across  the  state. 

Another  factor  which  had  certain  implications  for  the  study  was 
the  political  change  which  took  place  over  the  term  of  the  study. 
During  this  time,  for  example,  the  Department  of  SRS  had  three 
different  directors,  the  DD  Division  had  two  different  directors, 
and  the  Department  of  Institutions  had  two  different  directors. 
Not  only  did  this  impact  on  the  continuity  of  commitment  to  the 
project  from  these  agencies,  but  it  also  required  additional  time 
to  bring  new  personnel  up  to  date  with  respect  to  the  project's 
purpose  and  the  types  of  information  needed.  In  spite  of  these 
difficulties,  however,  these  departments  and  agencies  cooperated 
fully  with  the  project  team. 

The  following  additional  comments  should  be  made  by  way  of  intro- 
ducing the  reader  to  the  overall  purposes  and  structure  of  this 
report.  First,  the  consultants  acknowledge  the  many  strengths  in- 
herent in  the  system  of  community  services  that  Montana  has  put 
in  place  for  developmental ly  disabled  persons.  While  these  are 
pointed  out,  the  major  effort  has  been  to  identify  areas  in  which 
development  is  needed.  In  this  sense,  the  information  reflects 
an  assessment  of  what  more  is  needed,  and  if  the  reader  understands 
this  at  the  outset,  he  or  she  should  not  come  away  from  a  reading 
feeling  that  the  consultants  perceive  the  system  as  wholly  inadequate. 
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Second,  much  of  what  is  reflected  here  is  known  already  to  the 
system  and  should  not  come  as  a  total  surprise.  Ideally,  in  a  study 
such  as  this,  much  of  what  is  reported  is  familiar.  Its  value, 
then,  is  in  its  being  reported  in  a  context  that  implies  what,  if 
anything,  needs  to  be  done.  If  what  is  reported  here  is  not 
familiar  or  is  a  surprise,  either  the  project  has  inaccurately 
interpreted  the  data  it  has  access  to,  or  the  system  does  not  have 
access  to  the  same  information.  The  project  team  believes  that 
much  of  what  is  reported  here  is  familiar  and  hopes  that  it  is  re- 
ported in  a  way  that  contributes  to  a  better  understanding  of 
these  issues  as  well  as  to  the  state's  ability  to  address  these 
issues  in  constructive  fashion. 

Finally,  the  report  document  is  structured  as  follows:  Part  One 
provides  an  overview  of  the  DD  populations  in  Montana  who  are  most 
likely  to  impact  the  development  of  services  in  the  community  over 
the  next  four  years  and  beyond.  Part  Two  examines  the  capability  of 
the  community  services  system  as  currently  structured  to  provide 
appropriate  services  to  DD  persons.  Part  Three  describes  capacities 
that  are  recommended  for  development  by  the  state  over  the  next 
four  years  and  beyond  to  ensure  that  DD  clients,  current  and  poten- 
tial, receive  the  most  appropriate  service  in  the  community. 

An  appendix  to  this  report  assesses  Montana's  state  laws  pertaining 
to  DD.  The  purpose  of  this  assessment  is  to  identify  any  legal 
barriers  to  the  provision  of  appropriate  services  to  clients  in  the 
community.  This  analysis  was  conducted  as  an  item  of  special  con- 
cern to  the  DDPAC  in  an  effort  to  offer  guidance  to  the  state  in  the 
continuing  development  of  its  excellent  legal  framework  for  DD 
services.  Since  this  analysis  is  thought  by  the  DDPAC  to  be  of 
interest  to  a  broad  group  of  readers,  it  is  included  in  the  body  of 
this  report  document.  It  is  interesting  to  note  the  presence  of 
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continuity  between  the  observations  made  about  potential  gaps  in 
the  legal  authority  for  services  and  gaps  in  services  identified 
elsewhere  in  this  report. 

» 
A  supplement  to  the  Final  Report  entitled  "Housing  Resources  Study" 
addresses  the  issue  of  alternative  financing  mechanisms  available 
to  the  state  of  Montana  to  support  the  continuing  development  of 
community  residential  facilities.  This  information  anticipates 
the  need  of  the  state  to  invest  more  heavily  in  the  maintenance  and 
development  of  community  residential  facilities  by  suggesting  re- 
sources that  can,  and  probably  should,  be  used.  Since  the  DDPAC 
believes  that  this  technical  information  will  be  of  interest  to  a 
much  smaller  group  of  individuals,  it  is  not  included  in  this 
report  document.  Copies  of  the  "Housing  Resources  Study"  are 
provided  to  the  DDPAC. 


INTRODUCTION 


Since  its  major  growth  impetus  began  in  1975,  the  Montana  DD 
community  services  system  has  grown  rapidly  from  a  small  number  of 
DD  persons  in  some  vocational  programs  to  over  1600  individuals 
spread  among  day  and  residential  programs  throughout  the  state.  At 
the  same  time,  the  institution  at  Boulder  has  decreased  from  478 
people  in  1975  to  less  than  250  today.  Thus,  community  programs 
today  are  filled  with  many  individuals  who  were  formerly  institu- 
tionalized at  BRSH  and  at  other  state  institutions,  as  well  as  with 
individuals  from  the  community  who  were  never  institutionalized. 

Today,  despite  the  rapid  growth  of  the  community  services  system, 
there  are  increasing  demands  for  yet  more  services.  These  demands 
for  more  services  come  from  three  major  sources: 

•  pressure  from  some  quarters  to  continue  the  depopula- 
tion of  BRSH 

t  a  growing  waiting  list  of  DD  people  in  the  community 
who  are  currently  in  special  education  programs  and 
who  require  adult  services;  individuals  placed  from 
BRSH  or  other  state  institutions  into  nursing  homes  but 
who  should  more  appropriately  be  served  in  community 
facilities;  and,  adults  who  have  never  been  in  any 
structured  program,  and 

•  a  growing  sense  of  dissatisfaction  within  the  community 
services  system  with  its  ability  to  meet  the  needs  of 
the  clients  already  in  it,  much  less  serve  new  clients; 
in  particular,  there  are  many  services  needed  by 


people  already  in  the  system,  and  increasing  difficulties 
in  meeting  the  needs  of  clients  who  have  recently  entered 
the  system  from  the  institutions. 

These  demands  place  the  state  at  a  significant  crossroads  with  re- 
spect to  its  future  priorities  for  the  development  of  DD  services. 
Ideally,  it  would  not  be  necessary  to  set  priorities  among  these 
groups.  As  a  matter  of  practical  reality,  however,  it  is  unlikely 
that  significant  progress  can  be  made  without  doing  so. 

For  the  past  five  years,  priorities  have  focused  on  the  institu- 
tionalized population.  During  this  time,  much  of  the  impetus  for 
the  development  and  expansion  of  the  community  services  system 
was  seen  primarily  as  a  need  to  create  a  comprehensive  community 
system  as  an  alternative  to  institutions  and  primarily  aimed  at 
serving  people  in  the  community.  Despite  this,  the  impetus  shifted 
towards  removal  of  people  from  institutions  as  a  result  of  rising 
public  concern  about  conditions  at  Boulder  River  School  and  Hos- 
pital. It  was  widely  held  that  any  placement  in  the  community  would 
be  better  than  the  institution,  and  that  people  who  were  institu- 
tionalized were  more  in  need  than  those  not  in  institutions.  This 
was  the  case  particularly  prior  to  major  improvements  having  been 
made  at  BRSH  and  prior  to  the  establishment  of  the  Eastmont  Human 
Services  Center.  As  this  process  of  deinstitutionalization  con- 
tinued, families  that  had  chosen  not  to  institutionalize  their 
child  found  themselves  faced  with  a  dreadful  situation:  having 
chosen  not  to  send  their  child  to  an  institution,  it  was  now  diffi- 
cult to  obtain  a  placement  for  their  child  -  now  an  adult  -  into  a 
community  program,  particularly  a  community  residence.  Again,  the 
thrust  had  strongly  been  that  since  individuals  living  with  their 
family  were  already  "in  the  community",  they  must  be  better  off  than 
those  in  the  institution,  and  only  when  institutionalization  was 
held  out  as  a  threat  could  a  person  move  easily  into  a  community 


residential  program.  Recently  this,  has  shifted  somewhat  so  that 
more  individuals  from  the  community  can  move  directly  into  community 
programs. 

With  large  numbers  of  institutionalized  DD  persons  now  having  been 
moved  to  the  community,  however,  attention  has  gradually  shifted 
to  questions  concerning  what,  in  fact,  is  being  provided  to  DD 
persons  in  the  community  programs  and  do  those  programs  provide  an 
inherently  better  alternative  than  the  institution.  The  concept 
held  out  initially  for  the  community  program  was  that  DD  persons 
would,  upon  being  exposed  to  the  superior  training  and  enhanced 
opportunities  afforded  them  in  the  community,  gradually,  but  defi- 
nitely, progress  out  of  their  initial  placement  towards  greater 
and  greater  independence.  The  community  programs  would  provide  DD 
persons  with  an  ever-decreasing  amount  of  supervision  and  training 
until  they  would  no  longer  need  to  be  in  a  structured  program. 

The  reality  has  not  corresponded  to  this  picture  in  many  instances, 
however.  Two  major  factors  have  intervened:  first,  as  some  DD 
individuals  have  acquired  the  skills  needed  to  move  to  less  struc- 
tured programs  and  settings,  they  have  found  that  there  is  no  place 
to  go.  This  is  due  in  part  to  certain  inadequacies  in  the  structure 
of  services  that  inhibit  client  movement.  In  part,  however,  this 
is  due  to  the  fact  that  for  other  clients,  movement  to  a  less 
restrictive  setting  is  not  likely  without  many  years  of  training. 
For  these,  the  current  placement  is  actually  the  highest  level  that 
they  are  likely  to  reach  for  the  foreseeable  future.  By  remaining 
in  those  slots,  they  are  "blocking"  the  progress  of  other  clients. 
This,  then,  further  accounts  for  the  difficulty  in  obtaining  move- 
ment for  other  clients.  The  system  planners  did  not  adequately 
take  into  account  the  possibility  that  many  people  would  not,  in 
fact,  move  from  one  program  to  another  except  as  age  or  medical 
factors  indicated. 


A  second  major  factor  has  diminished  the  DD  community  system's 
ability  to  provide  appropriate  services  to  its  clients.  This  is 
the  fact  that  different  clients  require  tremendously  varying 
amounts  of  service  and  support.  As  the  system  has  grown,  an 
increasing  number  of  more  difficult  clients  who  are  more  severely 
retarded  and/or  who  have  severe  behavior  problems  have  been  ac- 
cepted. Although  there  were  some  of  these  clients  initially, 
their  proportion  was  less,  and  therefore  their  tendency  to  deflect 
resources  from  other  clients  was  less.  A  provider  is  not  currently 
reimbursed  for  the  intensity  or  amount  of  services  that  a  client 
needs  or  receives,  but  rather  receives  a  flat  rate  that  is  set  for 
that  provider.  As  more  difficult  clients  requiring  intensive  ser- 
vices have  been  introduced  into  programs,  providers  are  faced  with 
great  difficulties  in  deciding  which  clients  should  get  ignored. 
Since  those  with  behavior  problems  generally  cannot  get  ignored, 
it  is  often  the  other  clients,  be  they  the  severely  retarded  or  the 
less  retarded,  who  receive  less  in  services.  Another  possible 
reason  for  the  slowness  with  which  many  clients  move  through  the 
system  can  then  be  identified:  providers  have  little  incentive  to 
support  movement  of  their  easier  clients.  They  are  faced  with 
having  to  accept  more  difficult  clients  without  the  additional  re- 
sources needed  to  provide  an  appropriate  level  of  service.  In  sum, 
this  means  that  more  difficult  clients  do  not  receive  the  intensity 
that  they  need,  and  the  other  clients  do  not  receive  either  the 
services  they  need  or  the  encouragement  toward  less  restrictive 
environments  that  might  be  appropriate. 

These  problems  are  only  now  surfacing  and  can  be  addressed  through 
careful  planning.  At  the  same  time,  they  suggest  the  beginning  of 
a  trend,  which,  if  not  reversed,  could  result  in  the  community's 
system  acquiring  some  of  the  negative  characteristics  of  the 
institutional  system  which  provided  the  impetus  for  the  development 
of  community  services.  Community  programs  do  not  generally  manifest 


the  abuse  or  dehumanizing  neglect  that  once  existed  in  some  insti- 
tutional settings.  However,  there  are  other  "warning  signs"  that 
should  be  heeded.  There  is,  for  example,  a  high  likelihood  that 
once  placed  in  a  community  setting,  a  person  will  not  move  to  other 
less  restrictive  or  more  competitive  settings.  There  is  a  tendency 
to  "fit"  clients  into  existing  services  rather  than  tailor  ser- 
vices to  the  individual.  Some  clients  are  receiving  more  intensive 
and  restrictive  services  than  they  need,  while  others  are  receiving 
less  intensive  services  than  they  need.  Opportunities  for  true 
growth  and  development  are  limited  for  many  persons. 

The  recital  of  these  problems  is  in  no  way  intended  to  imply  that 
what  Montana  has  accomplished  on  behalf  of  its  developmental ly 
disabled  citizens  is  anything  less  than  phenomenal.  In  a  relatively 
brief  period  of  time,  much  of  what  the  system  needs  in  order  to 
serve  DD  persons  appropriately  has  been  put  in  place.  These  problems 
do  indicate,  however,  issues  which  need  to  be  addressed  during  the 
1980s  if  community  services  are  to  provide  an  appropriate  response  to 
the  needs  of  people  currently  in  services  as  well  as  accommodate  the 
people  who  will  come  into  these  services  from  the  community  and 
from  institutions. 

With  these  factors  in  mind,  it  is  time  to  turn  a  critical  eye  towards 
the  extensive  network  in  the  community  and  examine  what  has  been 
established  in  place  of  the  institutions.  This  study  is  designed  to 
support  that  examination  as  well  as  efforts  to  plan  for  its  future 
development. 


PART  ONE 

THE  MONTANA  DD  POPULATION 

Part  One  of  this  report  presents  information  on  those  components  of 
the  Montana  DD  population  most  likely  to  influence  the  future 
direction  of  community  services.  Included  are  descriptions  of 
three  broad  population  groups  differentiated  from  one  another  by 
their  current  status  relative  to  receipt  of  community  services. 
These  include  populations  remaining  in  the  institutions,  those  in 
the  community  who  are  not  receiving  the  services  they  require,  and 
those  in  current  services. 

This  information  is  presented  for  two  primary  reasons.  First,  it 
is  instructive  for  the  state  to  have  this  overview  about  which 
populations  are  most  likely  to  need  services  over  the  next  few 
years  and  beyond.  Second  -  and  more  importantly  for  the  purposes 
of  this  report  -  the  information  provides  a  context  within  which 
to  present  the  extensive  information  on  the  current  capacity  of 
community  services  to  provide  appropriate  services  to  DD  persons. 

As  is  shown  in  Part  Two,  the  types  of  DD  populations  whom  the 
community  system  is  striving  with  considerable  difficulty  to  serve 
are  precisely  the  types  for  whom  entry  into  the  system  will  be 


required  in  the  future.  These  include  the  populations  who  require 
more  intensive  services,  those  elderly  who  require  age-appropriate 
services,  and  the  "ready  to  move"  populations  who  can  be  expected 
to  progress  through  services  to  increased  independence.  This 
population  information,  combined  with  an  assessment  of  current 
service  capability  in  the  community,  provides  the  basis  for  the 
recommendations  contained  in  Part  Three.  These  are  designed  to 
guide  the  state  over  the  next  four  years  in  responding  to  the 
community  service  needs  of  these  three  major  population  groups. 


1.1   POPULATION  DEFINITIONS  AND  ASSUMPTIONS 

There  are   two  different  definitions  of  a  "developmental  disability" 
that  need  to  be  considered  in  this  report:  the  definition  used  by 
the  state  in  identifying  the  target  population  for  its  Developmental 
Disabilities  Division,  and  the  definition  contained  in  federal  law 
that  is  used  by  the  Developmental  Disabilities  Planning  and  Advisory 
Council.  (See  Exhibit  I  for  the  wording  of  these  definitions.) 
Both  definitions  describe  a  similar  group  of  individuals  character- 
ized by  their  severe  disabilities,  their  need  for  a  variety  of 
services  over  a  prolonged  period  of  time,  the  inception  of  these 
disabilities  and  service  needs  in  childhood,  and  their  continuation 
into  adulthood.  The  state  emphasizes  those  individuals  with  four 
major  types  of  disabilities:  mental  retardation,  cerebral  palsy, 
epilepsy,  or  autism. 

In  reality,  the  bulk  of  the  services  offered  by  the  DD  Division  and 
by  Department  of  Institutions  DD  institutions  are  aimed  at  mentally 
retarded  persons.  The  federal/DDPAC  definition  is  somewhat  broader, 
in  that  it  is  not  limited  to  these  four  conditions.  It  makes  no 
mention  of  the  specific  conditions  that  might  result  in  a  develop- 
mental disability,  leaving  open  the  possibility  that  a  person  might 
have  a  developmental  disability  who  has  one  of  the  four  conditions 
in  the  state  definition,  or  who  has  another  condition  such  as  a 
serious  emotional  disturbance,  a  major  physical  impairment  (e.g., 
spina  bifida  or  a  spinal  cord  injury),  a  major  sensory  impairment 
(e.g.,  deafness,  blindness),  or  a  combination  of  impairments.  The 
DDPAC  definition  is,  although  broader  in  the  range  of  conditions 
covered,  more  narrowly  focused  on  the  most  severely  handicapped 
individuals.  For  example,  few  mildly  retarded  persons  would  meet 
the  DDPAC  definition,  but  most  would  meet  the  state's  definition. 
On  the  other  hand,  virtually  all  severely  and  profoundly  retarded 


EXHIBIT  1 

THE  DEVELOPMENTALLY  DISABLED  POPULATION* 


Federal  Definition  in  P.L.  95-60.2  (Used  by  the  DDPAC) 

The  definition  of  developmental  disabilities,  as  contained 
in  Public  Law  95-602,  the  "Rehabilitation,  Comprehensive  Services, 
and  Developmental  Disabilities  Amendments  of  1978",  is  defined  as: 

"...a  severe,  chronic  disability  of  a  person  which-- 

(1)  is  attributable  to  a  mental  or  physical  impairment 
or  combination  of  mental  and  physical  impairments; 

(2)  is  manifested  before  the  person  attains  aqe  twentv- 
two  : 

(3)  is  likely  to  continue  indefinitely; 

(4)  results  in  substantial  functional  limitation  in 
three  or  more  of  the  following  areas  of  major  life 
activity : 

(a)  self-care; 

(b)  receptive  and  expressive  language; 

(c)  learning; 

(d)  mobility; 

(e)  self-direction; 

(f)  capacity  for  independent  living;  and 

(g)  economic  self-sufficiency;  and 

(5)  reflects  the  person's  need  for  a  combination  and 
sequence  of  special,  interdisciplinary,  or  generic 
care,  treatment,  or  other  services  which  are 
individually  planned  and  coordinated." 

It  is  particularly  important  to  discuss  the  new  federal 
definition  of  "developmental  disability"  within  the  first  few 
pages  of  this  plan,  since  the  definition  quoted  above  varies 
from  the  state  definition  of  DD,  which  is  very  similar  to  the 
definition  contained  in  the  federal  law  subsequent  to  the  enact- 
ment of  P.L.  95-602  in  November  of  1978.   The  state  (and, 
substantially,  the  former  federal)  definition  is  as  follows: 
State  Definition 

"'Developmental  disabilities'  means  disabilities  attrib- 
utable to  mental  retardation,  cerebral  palsy,  epilepsy, 
autism,  or  any  other  neurological  handicapping  condition 
closely  related  to  mental  retardation  and  requiring 
treatment  similar  to  that  required  by  mentally  retarded 
individuals  if  the  disability  originated  before  the 
person  attained  age  18,  has  continued  or  can  be  expected 
to  continue  indefinitely,  and  constitutes  a  substantial 
handicap  of  the  person."   (53-20-202,  M.C.A.  1979) 

*Taken  from  the  State  of  Montana  State  Tlan  for  Developmental  Disabilities  Services 
Fiscal  Years  1981  -  1983,  prepared  by  the  Montana  DDPAC 
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persons  would  meet  both  definitions,  and  certain  severely  physical- 
ly or  emotionally  impaired  individuals  would  meet  only  the  DDPAC 
and  not  the  state  definition. 

The  two  definitions  describe,  therefore,  overlapping  populations: 
there  are  many  individuals  who  meet  the  criteria  contained  in 
both  definitions,  others  who  are  covered  by  one  and  not  the  other. 
This  means  that  there  are  three  groups  of  potential  concern  to  the 
project.  These  are: 

•  The  overlap  population:  the  individuals  who  meet  the 
criteria  in  both  definitions  are  those  who  are  mentally 
retarded,  or  those  whose  cerebral  palsy,  epilepsy,  or 
autism  manifested  itself  prior  to  age  22  and  is  suf- 
ficiently severe  that  it  limits  the  person's  ability  to 
function  in  several  major  life  activity  areas.  Falling 
into  this  category  will  be  all  individuals  currently 
living  at  the  two  DD  institutions  (BRSH  and  Eastmont), 
virtually  all  individuals  currently  living  in  group  homes 
funded  by  the  DD  Division,  all  people  in  work  activity 
type  programs,  and  all  children  served  by  the  DD  Division. 

•  The  State  DD  population  only:  those  individuals  whose 
conditions  are  not  severe  enough  to  meet  the  criteria  in 
the  federal  definition.  Included  would  be  many  persons 
living  in  semi-independent  living  settings,  all  DD  persons 
living  independently,  many  individuals  in  sheltered  work- 
shops, and  most  who  are  now  working  competitively. 

•  The  Federal  DD  population  only:  those  individuals  whose 
conditions  are  very  severe  but  are  not  mental  retardation, 
cerebral  palsy,  epilepsy,  or  autism.  In  particular,  this 
group  would  include  individuals  who  are  seriously  disturbed 
emotionally,  or  who  are  seriously  handicapped  physically 
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(including  some  sensory  impaired  persons)  as  long  as  they 
meet  the  criteria  in  the  federal  definition  (severe, 
chronic,  manifestation  prior  to  age  22,  need  for  multiple 
services,  etc.). 

The  project  focused  primarily  on  adults  needing  or  receiving  ser- 
vices from  the  DD  Division,  which  means  it  has  concentrated  on 
those  individuals  meeting  the  state's  definition.  However, 
particularly  when  looking  at  children  likely  to  need  services  as 
adults,  the  broader  DDPAC  definition  was  used  as  well.  The  main 
reasons  for  this  are  that  DD  children,  regardless  of  how  defined, 
are  known  to  the  special  education  system  and  are,  therefore, 
relatively  easy  to  count,  and  that  children  point  to  the  future 
need  for  adult  services.  Developmentally  disabled  adults,  on  the 
other  hand,  who  are  not  served  directly  through  the  state's  DD 
community- based  and  institutional  programs,  are  extremely  difficult 
to  identify.  There  are  undoubtedly  many  important  issues  that  the 
state  faces  in  serving  these  individuals,  but  they  are  not  addressed 
in  this  report. 

In  examining  the  characteristics  and  needs  of  the  Montana  DD  popu- 
lation, it  is  to  be  expected  that  these  individuals  are  currently 
found  in  many  different  locations  throughout  the  state.  In  par- 
ticular, they  are  in  the  following  programs: 

•  DD  Division-funded  community  programs 

•  Special  education  programs  inside  and  outside  the  state 
t   State-operated  institutions,  particularly  the  Boulder 

River  School  and  Hospital  (BRSH) 

•  Private  nursing  homes 

Table  1  illustrates  this  distribution. 
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The  DD  population  is  extremely  diverse,  not  only  in  terms 
of  where  they  are  currently  being  served,  but  in  terms  of  their 
characteristics  and  needs  for  certain  types  of  services.  Some  of 
the  most  important  dimensions  along  which  the  DD  population  varies 
include  the  following: 

*•   age  (pre-school,  school  age,  working  age  adults,  elderly) 

•  specific  type  of  condition  resulting  in  the  developmental 
disability  (mental  retardation,  cerebral  palsy,  emotional 
disturbance,  etc. ) 

•  the  specific  areas  of  functioning  that  are  limited  (self- 
care,  learning,  receptive  and  expressive  language, 
mobility,  etc.) 

*•   the  severity  of  the  disability 

*t   the  presence  of  multiple  handicaps,  including  behavior 
problems  combined  with  mental  retardation 

•  the  presence  of  medical  complications 

•  sex 

t   ethnic  group 

•  income  level 

The  characteristics  marked  with  an  asterisk  (*)  are  those  that 
have  been  identified  as  being  of  greatest  importance  to  the 
project  because  of  their  direct  impact  on  the  type  and  extent 
of  services  needed. 

For  several  reasons  it  is  not  possible  to  arrive  at  precise  esti- 
mates of  the  number  of  DD  persons  currently  receiving  services  in 
Montana.  Among  the  most  important  reasons  are: 

t   Not  all  state  agencies  explicitly  determine  how  many  of 
their  clients  are  DD,  since  being  developmental ly  disabled 
is  not  relevant  for  their  eligibility  determination 
process.  For  example,  there  is  no  accurate  count  of  the 
number  of  DD  individuals  currently  in  special  education 
or  vocational  rehabilitation. 
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•  As  noted  above,  there  is  a  difference  between  the  state's 
definition  of  a  developmental  disability  and  the  federal 
definition  that  is  being  used  by  the  DDPAC.  Therefore, 
even  when  agencies  count  the  number  of  DD  people  being 
served,  they  are  not  generally  using  the  DDPAC  definition. 

t   There  is  no  fully  unduplicated  count  available.  For 
example,  there  is  no  way  to  know  how  many  DD  individuals 
are  currently  VR  clients  or  how  many  VR  clients  in  the 
past  year  were  also  served  through  DD  community  programs. 

As  a  result,  a  number  of  assumptions  need  to  be  made  in  order  to 
arrive  at  usable  estimates  of  the  DD  population  who  are  of  concern 
to  this  project.  The  specific  assumptions  made  are  different  for 
children  and  for  adults. 

Children.  The  following  groups  of  children  are  considered  to  be 
developmental ly  disabled: 

•  all  children  receiving  services  from  the  DD  Division 

•  all  children  at  BRSH,  Eastmont,  or  Warm  Springs 

•  all  children  sent  out-of-district  or  out-of-state  for 
special  education  services 

t   all  deaf  or  blind  children 

•  moderately  or  severely  retarded  children 

•  all  children  in  special  education  who  are  reported  to 
be  severely  handicapped,  if  they  have  the  following 
conditions: 

-  emotional  disturbance 

-  deafness 

-  blindness 

-  orthopedic  impairment 
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-  multiple  handicap 

-  other  health  impairment 

(note  that  severe  speech  impairment  and  hard  of 
hearing  are  not  included) 

See  Exhibit  II  for  the  Special  Education  definitions  of  these  con- 
ditions. It  should  be  noted  as  well  that  the  Special  Education 
definition  of  level  of  severity  is  a  measure  of  needed  service  in- 
tensity, not  of  functional  limitations,  as  in  the  definitions  used 
for  a  DD.  This  service  intensity  measure  is,  however,  very  useful 
for  our  purposes  in  estimating  future  needs  for  services. 

Adults.  The  following  groups  of  adults  are  considered  to  be 
developmentally  disabled: 

•  all  adults  served  by  the  DD  Division 

•  all  adults  living  at  BRSH  or  Eastmont 

•  those  adults  not  now  receiving  DD  Division  services  but 
who  are  identified  by  the  DD  Division  as  needing  services; 
this  includes  some  people  currently  living  in  nursing 
homes,  some  people  on  a  formal  waiting  list  for  an  existing 
program,  and  some  identified  as  needing  a  service  who  are 
not  on  a  waiting  list 

•  mentally  retarded  people  served  by  the  Rehabilitative 
Services  Division 

•  all  adults  considered  to  be  DD  by  the  Social  Services 
Bureau 
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EXHIBIT    II 


SPECIAL  EDUCATION 

REFERENCE  MANUAL: 
Montana  Laws  and  Rules 

Office  of  Public  Instruction 

Georgia  Rice.  Superintendent 

State  Capitol 

Helena.  Montana  59601 

August  1980 


3.0  DKI-'INITIONS    (20-7-401) 

3.2  Handicapped  Child  (_H>._I<S.  202) 

"Hand L capped  rhild"  menus  a  child  evaluated  as  being  mentally 
retarded,  hard-oF-hearing,  deaf,  speech-impaired,  visually  handicapped, 
emotionally  disturbed,  orthoped i cal 1 y  impaired,  other  health-impaired,  or  as 
having  specific  Learning  disabilities,  who  because  of  those  impairments  needs 
special  education  and  related  services.   (History:   Sec.  2O-7-403,  MCA;  TMP , 
Sees.  20-7-403(2),  20-7-403(7),  MCA;  NEW,  1977  MAR  p.  279,  Kff.  8/26/77.)"" 

3 . 3  Deaf  (10.16.203 ) 

"Deaf"  means  a  hearing  impairment  which  is  so  severe  that  the 
child's  hearing  is  nonfunctional  for  the  purpose  of  educational  performance. 
(History:   Sec.  20-7-403,  MCA;  IMP,  Sees.  20-7-403(2),  20-7-403(7),  MCA; 
NEW,  1977  MAR  p.  279,  Fff.  8/26/77.) 

3 .  4    Hard-of-Hearing  ( 10.  16_._204 ) 

"Hard-of— hearing"  means  a  hearing  impairment,  whether  permanent 
or  Fluctuating,  which  adversely  affects  a  child's  educational  performance  but 
which  is  not  included  within  the  definition  of  "deaf."  (History:  Sec.  20-7- 
403,  MCA;  IMP,  Sees.  20-7-403(2),  20-7-403(7),  NCA;  NKW,  1  «1 7 7  MAR  p.  270, 

r.rr.  8/26/77.) 

3.r>     Ment_.il  ljr_Rct  aided  (10.16. 20r>) 

"Mentally  retarded"  refers  to  a  person  wilh  significant  sub- 
average  general  intellectual  functioning,  which  originated  during  the  develop- 
mental period,  and  who  does  not  exhibit  acceptable  adaptive  behavior.   All 
three  criteria  must  be  met  before  a  person  is  so  classified.   Suhaverage  general 
intellectual  functioning  is  regarded  as  approximately  1.6  standard  deviations 
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below  the  population  mean  (T.Q.  o\    approximately  75)  for  the  age  group 
Involved  as  determined  by  an  Individual  test  of  general  intellectual  func- 
tioning.  (History:   Sec.  20-7-403,  MCA;  TMP,  Sees.  20-7-403(2),  20-7-403(7), 
MCA;  NEW,  1977  MAR  p.  27'),  I'll.  H/26/77.) 

3 .  6  0 rtj  i  ( >j>  e  d_i  r  a  I  I  y    I  mjvi i  red    (10.1  h.2  <  )6  ) 

"Or tlmped i ea I  I v  impaired"  means  a  severe  orthopedic  impairment 
which  adversely  affects  a  child's  educational  performance.   The  term  includes 
but  is  not  limited  to  impairment  caused  by  congenital  anomaly  (e.g.,  clubfoot 
or  absence  of  some  member),  impairments  caused  by  disease  (e.g.,  poliomyelitis, 
bine  tuberculosis)  and  impairments  from  other  causes  (e.g.,  fractures  or  burns 
which  cause  contractures,  amputation,  cerebral  palsy).   (History:   Sec.  .'0-7- 
403,  MCA;  TMP,  Sees.  20-7-403(2),  20-7-403(7),  MCA;  NEW,  1977  MAR  p.  279, 
Eff.  8/26/77.") 

3-7    Other  health  Impaired  (10.16.207) 

"Other  health  impaired"  means  limited  strength,  vitality,  or 
alertness  due  to  chronic  or  acute  health  problems  such  as  a  heart  condition, 
tuberculosis,  rheumatic  fever,  nephritis,  asthma ,  ,s ick le-ee 1 1  anemia,  hemo- 
philia, epilepsy,  lead  poisoning,  leukemia,  or  diabetes.   (History:   Sec. 
20-7-403,  MCA;  IMP,  Sees.  20-7-403(2),  20-7-403(7),  MCA;  NKW,  1977  MAR  p. 
280,  Eff.  8/26/777) 

3.8     Emotional ly  Disturbed  (1 0.1 6 . 208) 

"Emotionally  disturbed"  means  a  condition  exhibiting  one  or  more 
of  the  following  characteristics  to  a  marked  degree  and  over  a  long  period  of 
time:   an  inability  to  learn  which  cannot  be  explained  by  intellectual,  sensory, 
or  health  factors;  an  inability  to  build  or  maintain  satisfactory  interpersonal 
relationships  with  peers  and  teachers;  inappropriate  types  of  behavior  or 
feelings  under  normal  circumstances;  a  general  pervasive  mood  of  unhappiness 
or  depression;  or  a  tendency  to  develop  physical  symptoms,  pains,  or  fears 
associated  with  personal  or  school  problems.   The  term  does  not  include  children 
who  are  socially  maladjusted.   Tin-  emotionally  disturbed  category  may  include 
students  who  also  may  have  been  diagnosed  by  appropriate  specialists  as  autistic, 
psychotic,  sociopathic,  or  schizophrenic.   An  emotionally  disturbed  child's 
disorders  are  not  primarily  the  result  of  problems  with  visual  acuity,  hearing 
impairment,  physical  handicaps,  cultural  or  instructional  factors,  or  mental 
retardation.   "Emotionally  disturbed"  refers  to  a  person  who  has  been  identified, 
based  on  a  comprehensive  evaluation,  as  having  observable  behavioral  patterns 
which  seriously  inhibit  the  academic  and  social  or  emotional  growth  of  the 
individual  or  the  educational  rights  of  others  to  the  point  that  supportive 
services  .are  required.   These  behavioral  patterns  may  include: 

(1)  excessive  physical  or  verbal  aggression  toward  oneself  or 
others  and  a  lack  of  response  to  regular  etlucat  i  onal  intervention; 

(2)  high  frequency  of  persistent  inattention  to  academic  or 
social  tasks  associated  with  regular  classroom  "per formancc ;  and 

(3)  persistent  withdrawal  from  peer  or  adult  interactions 
associated  with  the  expected  social  development  in  a  regular  educational 
environment . 

(History:   Sec.  20-7-403,  MCA;  IMP,  Sees.  20-7-403(2),  20-7-403(7),  MCA;  NEW, 
1977  MAR  p.  280,  Eff.  8/26/77.) 

3 .  9    Specific  Learning  l)i  sa  hi  li^ty  _( 10^  16^.209 ) 

(I)   "Specific  learning  disability"  means  a  disorder  in  one  or 
more  of  the  basic  psychological  processes  involved  in  understanding  or  in 
using  language,  spoken  or  written,  which  may  manifest  itself  in  an  imperfect 
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,  il)  i  I  i  I  v  in  listen,  til  i  nk  ,  speak ,  road ,  write,  spe  I  I  or  ilo  mi  t  I  tenia  t  i  c.i  I 
ca  I  en  1 .1 1  ions.   The  term  includes  but  is  nor  1  iniited  to  such  conditions  .is 
percept  ii;i  1  handicaps,  brain  injury,  minimal  brain  dysfunction,  dyslexia, 
and  developmental  aphasia.   The  term  does  nol  include  children  who  have 
learning  problems  which  are  primarily  the  result  of  visual,  hearing  or  motor 
handicaps,  mental  retardation  or- environmental ,  cultural  or  economic  dis- 
advantages. 

(2)   A  learning-disabled  person  is  a  person  who  has  been 
identified  as  having  the  following  functional  and  psychological  process 
character  is  tics: 

(a)  there  must  be  a  significant  discrepancy  between  the 
person's  potential  or  capacity  and  actual  performance  in  one  or  more  of  the 
basic  academic  areas  (rending,  writing,  language,  spelling,  mathematics,  etc.); 

(i)   The  discrepancy  is  typically  measured  in  terms  of: 
grade  levels  (years  and  month;;),  specific  deficits  in  skills  assigned  to  a 
particular  grade  level  or  scores,  or  achievement  performance  data  compared  to 
actual  grade  placement,  chronological  or  mental  age,  or  some  other  indicator 
of  capacity  or  potential. 

The  learning-disabled  chilli's  competencies  and 
individual  strengths  anil  weaknesses  must  be  reviewed  lor  discrepancies. 
However,  the  learning  disabled  student  may  not  show  discrepancies  in  all 
academic  areas. 

(ii)   Assessment  of  discrepancy  is  accomplished  through  use 
ol  formal,  informal,  and  observational  tools.   All  three  processes  are  con- 
sidered necessary. 

(iii)   Individual  evaluation  data  must  indicate  that  the 
child  is  capable  of  performing  near,  within  or  above  the  average  range  of 
learning  potential  (intellectual  functioning). 

(b)  "psychoJogic.il  process"  refers  to  receptive,  integrative, 
and/or  expressive  skills.   A  dysfunction  in  the  psychological  process  must  be 
shown  in  perception,  discrimination,  understanding,  attention,  recall,  concept 
formation  and  the  use  of  spoken  and/or  written  language,  and  the  ability  to 
listen,  think,  read,  speak,  write,  and  perform  mathematical  calculations. 

Comprehensive  evaluation  by  qualified  medical  examiners 
may  assign  diagnostic  labels  such  as  dyslexia,  aphasia,  minimal  brain  dys- 
function, perceptual  impairment,  etc.   These  medical  evaluations  may  provide 
assistance  in  the  determining  process  but  are  not  required. 
(History:   Sec.  20-7-403,  MCA;  IMP,  Sees.  20-7-403(2),  20-7-403(7),  MCA; 
NEW,  1977  MAK  p.  281,  Eff.  8/26/77.) 

3.10  Speecli/Ln 'UJii'lii.*'  Impaired  (10.16.210) 

"Speech/language  impaired"  means  a  communication  disorder  such 
as  stuttering,  impaired  articulation,  or  a  language  or  voice  impairment  which 
adversely  affects  a  child's  interpersonal  relationships  or  educational  perfor- 
mance.  (History:   Sec.  20-7-403  MCA;  IMP,  Sees.  20-7-403(2),  20-7-403(7),  MCA; 
NEW,  1977  MAR  p.  281,  Kff.  8/26/77.) 

3.11  Vi  snail  y   I  la  ndi  c apped_  (10 .16.211) 

"Visually  handicapped"  means  a  visual  impairment  which,  after 
correction,  adversely  affects  a  child's  educational  performance.   The  term 
includes  both  partially  seeing  and  blind  children.   (History:   Authority 
20-7-403,  MCA;  IMP,  20-7-403(2),  20-7-403(7),  MCA;  NEW,  l(>77  MAR  p.  282. 
Eff.  8/26/77. ) 

3.  12    Deaf-lil  hid  (10.  16.212) 

"Deaf-blind"  means  concomitant  hearing  and  visual  impairments. 
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tin.'  ftmil)  i  n.'i  I.  i  on  ol  which  causes  such  iii'ViTi'  educat  iohal  problems  for  the 
fli  i  ldri'li  so  i  inp.i  i  r<'d  that  thov  cannot  be  accomodated  in  special  education 
programs  designed  solely  for  (.loaf  or  blind  children.   (History:   Sec- .  20*- 7— 402 
(2)  MCA;  IMP,  Sec.  20-7-403(5)  MCA;  NKW,  ll>80  MAR  p.  2394,  Kff.  3/15/80.) 

1.1)   Multihnndicnppod  (10.  I  6. 211) 

"Mul (  i hand  Icippod"  means  Concomitant  impa i rmonts  (such  as 
mentally  rota  riled -h]  i  nd  ,  iikmU  a  11  y  retardod-ort  hoped  i  <a  1  1  v  impaired,  etc.), 
the  combination  of  which  causes  such  severe  educational  problems  that  the 
children  so  Impaired  cannot  he  accomodated  in  special  educational  proprams 
designed  solely  Tor  one  o\     the  impairments.   The  term  does  not  include  deal- 
blind  child rert.   (History:   Sec.  20-7-402(2)  MCA;  IMP,  Sec.  20-7-403(5)  MCA; 
NF.W,  1980  MAM  p.  2394,  Kff.  8/15/80.) 
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1.2   DESCRIPTIONS  OF  THREE  MAJOR  DD  POPULATION  GROUPS 

Despite  the  rapid  growth  of  the  community- based  service  system, 
there  are  ever-increasing  demands  for  yet  more  services.  These 
demands  come  from  three  major  sources: 

•  continued  pressure  from  some  quarters  to  continue  the 
depopulation  of  BRSH 

•  a  growing  list  of  people  in  the  community  who  are  current- 
ly in  special  education  programs  or  who  recently  graduated 
from  special  education  and  who  require  or  will  soon 
require  adult  services;  individuals  placed  from  BRSH  or 
other  state  institutions  into  nursing  homes  but  who  should 
more  appropriately  be  served  in  community  facilities;  and 
adults  who  have  never  been  in  any  structured  program 

•  a  growing  sense  of  dissatisfaction  within  the  community- 
based  service  system  with  its  ability  to  meet  the  needs 

of  the  clients  already  in  it,  much  less  serve  new  clients; 
in  particular  there  are  many  services  needed  by  people 
already  in  the  system  and  increased  difficulties  in 
meeting  the  needs  of  the  more  difficult  clients  who  have 
recently  entered  the  community  from  institutions 

For  the  past  five  years,  the  priorities  of  the  community  system 
were  first  to  place  people  from  the  institutions;  second  to  accept 
people  from  the  community;  and  finally  to  expand  services  to  people 
in  the  system.  These  three  groups  provide  the  structure  for  the 
presentation  of  information  about  the  DD  population  in  Montana. 
Information  is  presented  following  the  order  of  the  previous  pri- 
orities: the  institutionalized  population,  the  community  popula- 
tion, and  the  population  already  in  services. 
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1.2.1  The  Institutionalized  Population:  Boulder  River  School  and 
Hospital 

Since  1975,  a  major  objective  of  the  community-based  service  system 
in  Montana  has  been  to  enable  individuals  living  at  the  major  state- 
operated  institutions  to  move  into  smaller  programs  located  in 
communities  throughout  the  state.  By  1980,  hundreds  of  DD  indi- 
viduals had  been  removed  from  institutions  and  placed  in  community 
programs.  The  only  institution  that  still  has  a  substantial  DD 
population  is  Boulder  River  School  and  Hospital  (BRSH),  with  fewer 
than  250  residents,  down  from  about  475  in  1975.  Eastmont  is  a 
much  smaller  and  newer  institution,  with  a  full-time  resident  popu- 
lation of  under  60  persons.  To  the  extent  that  there  remains  a 
concern  in  the  state  with  further  deinstitutionalization  of  the  DD 
population,  it  is  largely  focused  on  BRSH. 

One  purpose  of  this  project  has  been  to  determine  the  capability  of 
the  individuals  remaining  at  BRSH.  Assessing  this  capability  has 
two  major  components:  first,  understanding  the  characteristics  of 
the  population  at  BRSH  (presented  in  this  chapter);  second,  under- 
standing the  extent  to  which  the  existing  community  system  could 
handle,  or  currently  is  handling,  similar  populations  (discussed  in 
Part  Two).  The  information  presented  here  on  the  BRSH  residents 
is  structured  around  those  population  characteristics  of  greatest 
potential  importance  for  the  community-based  service  system: 

•  the  age  breakdown  of  the  population  (highlighting 
children  and  elderly  persons) 

•  the  severity  of  the  residents'  retardation 

•  the  presence  of  behavior  problems 

This  information  is  based  upon  aggregated  data  from  BRSH. 
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As  of  August  31,  1980,  there  were  a  total  of  236  individuals  living 
at  Boulder  River  School  and  Hospital  (see  Table  2).  Of  this  total, 
about  one  quarter  were  children  under  21  (56  residents),  of  whom 
over  half  (32)  were  between  the  ages  of  18  and  21.  Most  of  the 
180  adults  are  of  "working  age,"  with  less  than  3  percent,  or  about 
7  individuals,  over  age  60. 

Of  the  total  population,  over  three  quarters  are  profoundly  retard- 
ed, and  another  almost  7  percent  are  severely  retarded.  Of  the 
approximately  180  adults,  almost  three  quarters  (130)  have  major 
behavior  problems.  There  is  one  elderly  man  at  BRSH  who,  although 
he  is  not  at  all  retarded,  has  lived  at  BRSH  for  most  of  his  life 
and  has  resisted  community  placements  in  the  past.  Of  the  56 
children,  about  half  have  serious  behavior  problems.  As  for  those 
who  do  not,  the  reasons  for  their  still  being  in  the  institution 
range  from  parental  resistance  to  serious  medical  complications. 

The  vast  majority  of  the  people  at  BRSH  therefore  need  intensive 
services.  As  is  shown  later  in  this  report,  these  services  are 
among  those  not  now  generally  adequately  available  in  the  community. 
If  the  total  BRSH  population  were  to  be  deinstitutionalized  into 
community  programs,  this  would  result  in  an  increase  of  about  240 
persons,  or  a  70%  increase  over  the  approximately  350  individuals 
now  in  the  community  who  need  particularly  intensive  services 
because  of  their  level  of  retardation  and/or  their  behavior 
problems. 

1.2.2  Populations  in  the  Community:  Current  and  Potential 

This  section  presents  information  on  individuals  needing  DD  services 
who  are  living  in  the  community  and  are  not  now  receiving  any 
service  from  the  DD  system.  In  general,  the  waiting  list  is  seen 
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TABLE  2 

BOULDER  RIVER  SCHOOL  AND  HOSPITAL 

Summary  of  Population  and  Characteristics 

Age  by  Level  of  Retardation 

August,  1980  * 


AGE  GROUPS 

LEVELS  OF 

RETARDATION 

CUMULATIVE 

U KNOWN 

NORMAL 

MILD 

MODERATE 

SEVERE 

PROFOUND 

TOTAL 

PERCENT 

PERCENT 

BOTH  SEXES 

0-5.  . 

0 

0 

0 

0 

0 

0 

0 

(  0.0) 

(  0.0) 

6-12  . 

0 

0 

0 

0 

1 

9 

10 

(  4.2) 

(  4.2) 

13-17. 

0 

1 

0 

0 

I 

12 

14 

(  5.9) 

(10.1) 

18-21. 

0 

0 

1 

2 

3 

26 

32 

(13.6) 

(23.7) 

22-25.  , 

0 

0 

1 

5 

4 

31 

41 

(17.4) 

(41.1) 

26-30. 

0 

0 

3 

1 

3 

33 

40 

(16.9) 

(58.0) 

31-40.  . 

0 

0 

2 

9 

4 

46 

61 

(25.8) 

(83.8) 

41-50. 

0 

0 

0 

6 

0 

13 

19 

(  3.1) 

(91.9) 

51-60.  . 

0 

0 

1 

5 

0 

6 

12 

(  5.1) 

(97.0) 

61-64. 

0 

0 

0 

0 

0 

2 

2 

(0.8) 

(97.8) 

65-70.  . 

0 

0 

0 

0 

0 

3 

3 

(  1.3) 

(99.1) 

71-80. 

0 

1 

0 

0 

0 

1 

2 

(  0.8) 

(99.9) 

TOTAL. 

0(0.0) 

2(0.8) 

8(3. 

4)  28(11. 

9) 

16(6.8) 

182(77.1) 

236 

(  99.9) 

Source:  Boulder  River  School  and  Hospital 
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as  the  most  immediate  source  of  this  pressure  on  the  system  for 
additional  services.  However,  the  waiting  list  includes: 

•  individuals  needing  services  who  are  currently  receiving 
some  type  of  service  from  the  DD  system  and  whose  need 
is  for  a  different  or  additional  service 

•  individuals  placed  on  the  waiting  list  in  anticipation 
of  their  future  need  for  services  upon  their  graduation 
from  special  education,  but  who  are  not  now  in  need  of 
those  services 

•  individuals  currently  residing  in  nursing  homes  who  are 
not  now  receiving  services  from  the  DD  Division,  but 
who  need  a  service  (generally  identified  as  day/voca- 
tional ) 

•  individuals  not  now  in  any  identified  service  system 
whose  need  for  services  is  immediate 

The  first  group  of  individuals  is  best  seen  as  a  pressure  internal 
to  the  DD  system  (and  therefore  is  described  in  the  next  section) 
rather  than  external.  The  other  groups  want  to  get  into  the  system, 
and  are  therefore  discussed  in  this  section. 

As  of  September  1980,  the  DD  Division  had  identified  a  total  of  541 
individuals  in  need  of  their  services.  Some  of  these  people  were 
formally  on  a  waiting  list  and  others  were  not;  some  were  receiving 
DD  services,  others  were  not.  Table  3  contains  a  duplicated  count 
of  people  needing  services  by  Region,  and  indicates  that  there  is 
a  need  for  a  total  of  over  750  service  slots.  The  overall  demand 
for  adult  services  is  much  greater  than  that  for  children's  ser- 
vices: about  250  adult  residential  and  adult  vocational  habilita- 
tion  slots  are  needed,  compared  to  only  about  20  children's 
residential  slots.  (The  DD  Division  does  not  operate  foster  homes, 
generally  regarded  as  a  better  alternative  that  DDD-funded  group 
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TABLE  3 

UNDUPLICATED  NUMBER  OF  INDIVIDUALS  IN  NEED 
OF  SERVICES  FUNDED  THROUGH  DDD 

BY  SERVICE  CATEGORY  AND  BY  REGION  * 

(9/80) 


SERVICE 
CATEGORY 

REGIONS 

TOTAL 

1 

2 

3 

4 

5 

Children's 
Residential 

4 

2 

11 

0 

2 

19 

Adult 
Residential 

81 

23 

62 

14 

75 

255 

Adult  Habilitation 
and  Vocational 

67 

29 

34 

30 

109 

269 

Transportation 

66 

26 

10 

30 

Unknown 

132 

Family  Services 
for  Children 

7 

0 

13 

47 

6 

73 

Family  Services 
for  Adults 

5 

Unknown 

Unknown 

11 

Unknown 

6 

TOTAL 

230 

80 

130 

122 

192 

754 

*  Duplicated  counts  of  people  needed  service  but  not  necessarily  on  formal 
waiting  lists.  Source:  Developmental  Disabilities  Division. 
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homes.  This  helps  to  explain  the  low  number.)  The  unduplicated 
count  of  children  and  adults  by  region  is  presented  in  Table  4, 
indicating  that  a  total  of  550  individuals  need  the  750  service 
slots.  There  are  about  450  adults,  compared  to  about  85  children, 
needing  all  types  of  services.  The  region  with  the  largest 
number  of  individuals  needing  services  is  Region  5,  but  Region  1 
needs  the  largest  number  of  service  slots.  The  region  with  the 
smallest  demand  in  terms  of  both  individuals  and  service  slots  is 
Region  2. 

Information  on  individuals  currently  in  the  community  who  are  in 
need  of  DD  community  services  is  presented  in  three  sections: 

•  information  on  those  persons  not  now  in  any  identified 
service  system  but  who  are  known  to  need  DD  services 

•  information  on  those  persons  now  in  special  education 
programs  or  other  specialized  children's  services  who 
can  be  expected  to  need  adult  services  in  the  near  future 

t   information  on  those  persons  now  being  served  in  nursing 
homes  who  are  known  to  need  DD  services. 

Individuals  Not  in  an  Identified  Service  System  as  of  June  1980. 
In  June  1980  there  were  a  total  of  364  DD  people  on  formal  waiting 
lists  for  adult  services,  and  another  25  people  identified  as 
needing  services  but  not  on  any  waiting  list.  Of  this  total,  228 
on  the  waiting  list  and  24  of  the  other  individuals  in  need  of 
service  were  not  at  that  time  receiving  DD  services,  for  a  total  of 
about  250  persons  (see  Tables  5  and  6). 

Of  this  group  about  80  were  in  special  education  and  were  to  gradu- 
ate after  June  1981,  so  their  need  for  adult  services  was  not 
immediate.  Another  20  were  in  nursing  homes.  That  leaves  a  total 
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TABLE  4 


NUMBER  OF  INDIVIDUALS  IN  NEED  OF  SERVICES 

FUNDED  THROUGH  DDD 

BY  AGE  AND  BY  REGION* 


(9/80) 


REGION 

TOTAL 

AGE 

1 

2 

3 

4 

5 

17  and 
younger 

11 

1 

19 

47 

8 

86 

18  and 
older 

98 

37 

86 

75 

159 

455 

TOTAL 

109 

38 

105 

122 

167 

541 

Source:  Developmental  Disabilities  Division 
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Table  5 
June  1980 
ODD  Waiting  List  Information 


Adult  Services* 


Summary 


NUMBER 

NUMBER 

GROUP 

SEMI- 

RECEIVING 

RECEIVING 

TOTAL 

REGION 

VOC** 

TRAN*** 

HOME 

INDEPENDENT 

DD  SERVICES 

NO  DD  SERVICE 

PERSONS 

I 

47 

47 

57 

18 

38 

47 

85 

II 

9 

9 

8 

5 

14 

7 

21 

III 

39 

39 

29 

26 

35 

44 

79 

IV 

87 

87 

24 

6 

10 

81 

91 

V 

45 

45 

60 

8 

31 

42 

73 

Statewi 

de  15 

15 

14 

0 

8 

7 

15 

TOTALS 

242 

242 

192 

63 

136     + 

228 

364 

(%) 

(66%) 

(66%) 

(53%) 

(17%) 

(37%) 

(63%) 

(100%) 

*  Note:  This  number  includes  24  persons  that  are  currently  in  special 
education  programs  that  will  need  services  after  June  1980  and  79  persons 
that  will  need  services  after  June  1981. 

**   Vocational  Services 

***  Transportation  Services 
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TABLE  6 
PERSONS  NEEDING  AND  WANTING  SERVICES  THAT  ARE  NOT  ON  SPECIFIC  WAITING  LISTS 


REGION: 


(Services  Needed) 
V    T    GH   SI 


DD  Services 
YES    NO 


Total 
Persons 


I 

None 

II 

Great  Falls 

4 

3 

II 

None 

IV 

Butte 

3 

3 

Three  Forks 

1 

1 

Cokedale 

1 

1 

Whitehall 

4 

4 

4 

Pine  Creek 

2 

2 

2 

Chi  co 

1 

1 

1 

Gardner 

1 

1 

1 

Livingston 

2 

2 

Jefferson  County 

3 

3 

Boulder 

2 

2 

Helena 

1 

1 

3 

3 

1 

1 

1 

1 

4 

4 

2 

2 

1 

1 

1 

1 

2 

2 

3 

3 

2 

2 

1 

1 

21   21 


21 


21 


None 


TOTALS 


25   24 


24 


25 


*  Source:  Developmental  Disabilities  Division 
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of  about  150  persons  (including  June  1980  special  education  gradu- 
ates) who  were  not  in  DD  services,  special  education,  or  nursing 
homes  who  were  identified  as  needing  DD  community  services  immedi- 
ately. 

Of  these  150  adults,  most  are  on  waiting  lists  for  existing  services, 
and  some  are  not  on  any  formal  waiting  list  but  are  known  by  the 
regions  to  need  services.  There  is  no  way  to  determine  the  precise 
needs  of  this  group  from  the  aggregated  data  available  through  the 
DD  Division.  If  the  assumption  is  made  that  their  needs  reflect 
those  of  the  total  waiting  list,  then  it  would  be  the  case  that 
about  two  thirds  or  about  100  need  vocational  services  and  another 
100  need  residential  services,  some  portion  of  whom  need  both 
services.  The  group  includes  some  young  adults  who  have  recently 
graduated  from  school  and  whose  most  immediate  need  is  likely  to  be 
for  vocational  services,  since  many  can  remain  at  their  parents'  home 
for  a  few  more  years;  others  on  the  list  are  likely  to  be  individu- 
als who  are  currently  receiving  non-DD  Division  employment  services 
through  the  Rehabilitative  Services  Division,  a  sheltered  workshop, 
or  a  competitive  job,  but  who  are  in  need  of  a  structured  living 
environment. 

No  information  is  readily  available  in  aggregated  form  on  the  charac- 
teristics of  the  people  currently  needing  and  not  receiving  DD 
services.  It  is  likely  that  a  reasonable  portion  are  relatively 
high  functioning,  or  the  need  to  place  them  somewhere  (even  a 
nursing  home  or  an  institution)  would  have  been  more  pressing  sooner. 
These  individuals  can  be  expected  to  move  into  services  at  one 
level  and  then  progress  to  a  less  restrictive  residential  and  voca- 
tional placement  within  a  relatively  short  period  of  time.  Some 
of  the  recent  special  education  graduates  will  be  in  this  group. 
Many  of  the  other  students  who  have  recently  graduated  (or  who  can 
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be  expected  to  graduate)  from  special  education  programs  will  be 
lower  functioning  individuals  who  were  able  to  remain  at  home  and 
out  of  the  institution  only  because  of  improvements  in  the  state's 
special  education  programs  (see  the  next  section  on  special  educa- 
tion students  for  more  information  on  the  composition  of  this 
group).  As  special  education  continues  to  improve  its  ability  to 
handle  more  severely  retarded  persons,  the  individuals  entering 
the  adult  community  services  system  from  schools  will  have  greater 
and  greater  needs. 

DP  Individuals  Currently  Attending  Special  Education  Programs. 
Developmentally  disabled  children  currently  are  served  primarily 
through  the  various  special  education  programs  throughout  the  state. 
A  small  number  (about  40)  are  in  both  special  education  and  DD 
Division  group  homes  for  children,  and  another  50  are  in  special 
education  and  foster  homes.  There  are,  in  addition,  some  children 
unable  to  attend  existing  public  school  special  education  programs 
either  because  no  residential  setting  was  available  or  because 
the  existing  special  education  programs  were  inappropriate.  These 
children  are  particularly  severely  handicapped  and  generally  fall 
into  three  categories:  deaf  or  blind,  severely  or  profoundly  re- 
tarded, and/or  seriously  emotionally  disturbed.  Some  of  these 
children  have  been  placed  in  state-operated  institutions  and  others 
have  had  to  be  placed  outside  the  state  in  private  facilities. 

Approximately  3000  school-age  children  with  a  high  or  moderately 
high  likelihood  of  being  developmentally  disabled  were  in  special 
education  in  1979-80.  This  is  about  18%  of  the  total  number  of 
children  in  special  education.  Of  those  likely  to  have  a  develop- 
mental disability,  over  half  are  mentally  retarded.  The  remaining 
half  includes  children  with  severe  learning  disabilities,  multiple 
handicaps,  severe  emotional  disturbance,  sensory  impairments,  or 
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other  types  of  health  impairments  (see  Table  7).* 

The  population  over  age  14  is  the  group  likely  to  need  adult  commu- 
nity services  by  1985.  Of  the  almost  3000  DD  students  now  in 
school,  about  one  third  or  1100  are  over  age  14.  Of  this  group 
almost  two  thirds  (about  730)  are  mentally  retarded.  These  students 
are  the  most  likely  to  need  both  residential  and  vocational  ser- 
vices from  the  DD  Division  upon  graduation.  They  will  also  need 
case  management  services.  There  are  also  about  220  mildly  retard- 
ed students  over  14  who  might  also  need  state  DD  services,  making 
a  total  of  950  mentally  retarded  students  over  age  14.  The  remain- 
ing DD  students  are  likely  to  need  specialized  vocational  services 
through  Rehabilitative  Services.  The  approximately  100  children 
who  are  emotionally  disturbed  might  also  need  some  type  of  commu- 
nity living  program.  Those  with  multiple  or  orthopedic  handicaps 
might  need  some  modified  living  environment  and  in-home  supportive 
services  such  as  attendant  care,  but  are  less  likely  to  need  the 
type  of  supervised  living  environment  required  by  many  of  the 
mentally  retarded  or  mentally  ill  graduates. 

In  addition  to  the  individuals  currently  in  special  education, 
there  are  developmental ly  disabled  children  in  institutions  and 
other  specialized  programs  outside  the  state  (see  Table  8).  There 


It  should  be  noted  that  most  children  with  learning  disabilities 
would  not  be  considered  developmental ly  disabled.  However,  for 
a  small  number  with  particularly  severe  learning  disabilities, 
the  repercussions  for  functioning  later  in  life  can  indeed  be 
great  if  adequate  service  is  not  provided  in  childhood.  The  num- 
bers presented  here  are  probably  an  over-estimate,  but  represent 
those  at  risk"  of  being  severely  handicapped  in  adulthood.  This 
is  also  the  case  for  other  conditions  included  here,  such  as 
blindness  and  deafness,  that  could  result  in  a  serious  limitation 
in  functioning  in  adulthood,  therefore  warranting  intensive  ser- 
vices in  childhood. 
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are  a  few  currently  at  Eastmont  who  will  be  graduating  from  the 
five  day  program  by  1985,  and  about  20  DD  youngsters  placed  outside 
the  state  in  1979-80,  of  whom  19  were  over  age  14.  Of  the  20,  only 
one  is  MR,  6  are  emotionally  disturbed,  5  are  physically  impaired, 
and  4  have  multiple  handicaps.  There  were  about  85  students 
placed  outside  their  own  district  in  1979-80,  of  whom  over  half  (45) 
were  over  age  14  and  therefore  likely  to  enter  adult  services  by 
1984.  Of  this  group,  almost  20  are  retarded  and  another  20  are 
emotionally  disturbed.  These  two  groups,  then,  are  the  most  likely 
to  need  intensive  special  education  services  no  available  in  a 
local  district.  They  are  also  highly  likely  to  continue  to  need 
services  after  graduation. 

The  DD  Division  has  begun  to  estimate  the  number  of  special  educa- 
tion children  in  each  region  who  are  likely  to  need  their  services 
upon  graduation  (see  Table  9).  A  total  of  658  special  education 
students  have  been  identified,  of  whom  522  will  graduate  by  1984. 
There  were  a  number  of  students  not  identified  by  this  count 
(designated  "unknown").  It  is  therefore  reasonable  to  believe  that 
somewhere  between  550  and  950  individuals  will  be  needing  services 
from  the  DD  Division  over  the  next  five  years  or  so.  A  true 
estimate  is  probably  about  800. 

Of  the  special  education  students  likely  to  need  some  type  of  adult 
services  from  the  DD  Division  and/or  the  Rehabilitative  Services 
Division  upon  their  graduation,  only  about  100  were  formally  on  a 
DD  Division  waiting  list  for  a  specific  program  as  of  June  1980. 
About  25  graduated  in  June  of  1980,  with  the  remainder  needing 
service  in  future  years  (see  Table  10).  For  those  students  who 
are  on  waiting  lists,  virtually  all  are  identified  as  needing 
vocational  services  and  about  half  as  needing  group  home  or  semi- 
independent  living  settings.  Only  ten  students  are  currently 
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TABLE  9 

UNDUPLICATED  NUMBER  OF  INDIVIDUALS  NEEDING  SERVICES 
FUNDED  BY  DDD  REGION  AND  BY  FISCAL  YEAR  * 
(9/80) 


FY 

82 

FY 

83 

FY 

84 

FY 

85 

FY 

86 

FY 

87 

REGIONS 

TOTAL 

1 

2 

3 

4 

B 

98 

26 

87 

12 

119 

342 

12 

12 

15 

20 

40 

99 

1 

Unknown 

13 

20 

47 

81 

Unknown 

Unknown 

9 

8 

46 

63 

Unknown 

Unknown 

48 

9 

Unknown 

57 

Unknown 

Unknown 

16 

1 

Unknown 

17 

,„ 

38 

188 

70 

252 

658 

Source:  Developmental  Disabilities  Division 
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TABLE  10 

SPECIAL  EDUCATION  STUDENTS  CURRENTLY  IN  SCHOOL  WHO  WILL  BE  NEEDING  SERVICES  WHEN 

THEY  GRADUATE: 


REGION: 


(Services  Needed) 
V    T    GH    S 


DD 

Services 
YES   NO 


Total 
Clients 


1980  1981   1982  1983  1984 


Miles  City 

Glasgow 

Rosebud 

Ashland 

Poplar 

Wolf  Point 

Sidney 

Fairview 

Circle 

Jordan 

Plentywood 

Broadus 

Baker 

Glendive 


1 
1 
1 

1 
1 
3 

2 
1 

1 

1 
4 
4 
1 
2 


1 
1 
1 
1 
1 
3 
2 
1 
1 
1 
4 
4 
1 
2 


1 
1 
1 
1 
1 
3 

1 
1 
1 

4 
1 

2 


1 
1 
1 
1 
1 
3 
2 
1 
1 
1 
4 
4 
1 
2 


1 

2 
1 
1 
1 
3 
2 
1 
1 
1 

4 
1 

2 


1 

2 


1 
3 
2 


1 
4 
3 


24   24   18 


1   24 


25 


11 


II  Belt 


III 


IV 


Billings 

10 

10 

3 

1 

4 

9 

13 

1 

11 

1 

Lewis town 

2 

2 

1 

3 

3 

2 

1 

12 

12 

4 

1 

4 

12 

16 

3 

12 

1 

Bozeman 

18 

18 

7 

1 

2 

16 

18 

11 

2 

2 

3 

Butte 

3 

3 

3 

3 

3 

Helena 

6 

6 

6 

6 

5 

1 

Drummond 

1 

1 

1 

1 

1 

1 

Boulder 

3 

3 

3 

3 

3 

1 

1 

1 

Anaconda 

10 

10 

1 

10 

10 

3 

4 

3 

Livingston 

6 

6 

6 

6 

4 

2 

Dillon 

1 

1 

1 

1 

1 

1 

Townsend 

1 

1 

1 

1 

1 

1 

49 

49 

14 

1 

2 

47 

49 

25 

3 

12 

9 

Flathead  Co. 

3 

3 

2 

1 

2 

3 

Missoula  Co. 

3 

3 

2 

4 

1 

5 

6 

5 

1 

Lake  Co. 

1 

1 

1 

1 

1 

1 

Sanders  Co. 

1 

1 

1 

1 

1 

Ravalli  Co. 

1 

1 

1 

1 

1 

1 

9 

9 

6 

4 

2 

10 

12 

11 

1 

TOTALS 

95 

95 

42 

6 

10 

93 

103 

24 

40 

15 

15 

9 

Source:  Developmental  Disabilities  Division 
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receiving  some  type  of  service  from  the  DD  Division.  If  the  assump- 
tion is  made  that  the  needs  expressed  through  the  existing  waiting 
list  are  an  accurate  reflection  of  the  needs  of  all  special  edu- 
cation students  who  will  be  graduating  and  needing  DD  Division 
services,  then  it  would  appear  that  virtually  all  (or  as  many  as 
800)  will  need  some  type  of  vocational  program,  and  at  least  half 
(400)  will  need  a  residential  program. 

Another  estimate  is  provided  by  looking  at  the  level  of  retardation 
of  the  special  education  students.  A  breakdown  by  level  of  retarda- 
tion is  available  through  the  child  count  (see  Table  7),  but  not 
through  the  DD  Division's  waiting  list.  About  475  of  the  students 
over  age  14  are  "severely"  retarded.  Little  information  is  avail- 
able on  the  extent  to  which  the  mentally  retarded  students  at  all 
levels  of  retardation  have  significant  behavior  problems.  If  the 
assumption  is  made  that  all  the  severely  retarded  and  most  of  the 
moderately  retarded  persons  will  need  first  to  move  into  a  group 
home  situation,  this  could  mean  that  about  475  severely  retarded 
persons  will  eventually  need  some  type  of  group  home  placement 
that  provides  intensive  services  for  a  prolonged  period  of  time. 
Another  two  or  three  hundred  moderately  retarded  individuals  are 
likely  to  need  a  group  home  as  an  interim  step  toward  semi- 
independent  living.  Finally,  there  will  be  some,  perhaps  as  many 
as  half  the  200  midly  retarded  students,  who  will  need  to  move  into 
a  semi-independent  living  setting  until  they  are  adequately  pre- 
pared for  independent  living.  Given  that  there  are  only  about  365 
adults  now  in  group  homes,  and  about  150  in  semi-independent  living 
settings,  this  represents  at  least  a  doubling  of  the  current  popu- 
lation by  1985  if  those  now  in  residential  settings  do  not  move  out. 
Similarly,  800  or  so  individuals  needing  vocational  services  is 
comparable  to  the  somewhat  over  900  now  in  DD  vocational  settings 
and  again,  if  those  now  in  vocational  placements  do  not  move,  a 
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virtual  doubling  of  the  need  for  these  placements  can  be  expected 
in  the  next  four  or  five  years. 

Individuals  in  Nursing  Homes.  The  DD  Division  has  identified  about 
200  DD  persons  living  in  nursing  homes,  about  90  of  whom  are  known 
to  need  services  from  the  Division  (see  Table  11).  Approximately 
50  are  on  a  formal  waiting  list  for  existing  services,  and  the 
remaining  40  are  said  to  need  age  appropriate  day  services,  for 
which  no  waiting  lists  exists.  Of  the  90  individuals,  about  40  are 
not  now  in  any  DD  service.  If  the  assumption  is  made  that  this 
group  would  need  the  same  proportion  of  services  as  the  total  nursing 
home  population,  then  about  20%  need  an  existing  vocational  service. 
About  42%  need  a  more  age-appropriate,  and  about  half  need  a  com- 
munity residential  placement  (group  home  or  ICF)  other  than  a 
nursing  home.  Only  6  persons  are  currently  identified  as  needing 
ICF  services,  but  since  few  such  services  exist,  this  may  well 
be  an  underestimate  of  the  need. 

Virtually  no  information  is  available  on  the  characteristics  of  the 
DD  population  in  nursing  homes  in  terms  of  their  age,  level  of 
retardation,  behavior  problems,  or  other  characteristics  that  might 
affect  their  need  for  specific  services. 

1.2.3  DD  Populations  within  Community-Based  Services 

The  pressure  for  additional  or  different  services  that  this  project 
is  suggesting  is  most  important  comes  from  within  the  service 
system  itself.  This  pressure  comes  from  the  currently  limited 
ability  of  many  of  the  existing  providers  to  meet  adequately  the 
needs  of  certain  segments  of  their  clientele.  In  particular,  the 
existing  configuration  of  services  appears  to  have  two  major 
problems:  first,  there  are  individuals  who  need  a  less  restrictive 
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Table  11 


PERSONS  IN  NURSING  HOMES  IN  THE  REGION  THAT  ARE  IN  NEED  OF  DD  SERVICES* 


REGION: 


I. 


II. 


Wolf  Point 

Miles  City 

Forsyth 

Sidney 

Baker 

Broadus 

Glendive 

Plentywood 

Poplar 

Glasgow 


Browning 
Cut  Bank 
Big  Sandy 


(Services  Needed) 
V    T    GH    ICF 


1 

2 
1 
1 
1 

2 
2 


1 


10   10  HT 

2 
1 

3 


DD  Services 
YES     NO 


2 
1 

3 


1 

2 

1 
1 

1 
2 

2 


10 


Total 
Persons 

1 
3 
2 
3 
1 
1 
2 
2 
2 

_J 

18 

2 

1 
3 


III. 


Hardin 

Columbus 

Billings 


1 

2 
2 


IV. 

Butte  -  6  elderly  needing  age  appropriate  day  services  -  2  in  services  -  4  no  service 

Livingston  -  3  elderly  needing  age  appropriate  day  services  -  1  in  services  -  2  no  service 

Helena  -  28  elderly  needing  age  appropriate  day  services  -J_4  in  services  -14  no  service 

TOTAL:  37  persons*                             17  in  services  20  no  service 


*  This  population  is  not  counted  because  half  are 
program,  others  need  special  programs  also. 


in  services  but  need  a  different  type 


REGION: 


Lake-Happy  Acres 
Lake-St.  Josephs 
Mi  ssoul a-Communi  ty 
Ravalli-N.  Valley 
Lake-Ronan 
Hot  Springs 


TOTALS: 


(Services  Needed) 
V    T    GH    ICF 


6 

6 

3 

3 

3 

1 
1 

1 

1 

1 

4 

4 

20 

19 

19 

39 

DD  Services 
YES     NO 

6 
6 
2       3 

1 
1 
1 


19 


33 


3 
18 


Total 
Persons 

6 
6 
5 

1 
1 
1 


22 


51 


*  Source:  Developmental  Disabilities  Division 
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or  more  age-appropriate  setting;  second,  there  are  individuals  who 
appear  to  need  more  intensive  services  than  they  are  currently 
receiving.  Specifically,  the  following  groups  have  been  identified 
by  the  project  as  representing  pressures  from  within  the  current 
system: 

•  adults  who  are  ready,  or  who  will  be  ready  within  the  next 
four  years,  to  move  into  a  less  restrictive  day  and/or 
residential  setting 

t  adults  who  could  be  considered  "elderly"  for  whom  their 
current  settings,  particularly  day  programs,  are  no  longer 
appropriate  for  their  age 

•  adults  who  are  severely/profoundly  retarded  (and  who  may 
have  additional  handicaps  and/or  medical  problems)  who 
need  more  intensive  services  than  are  now  available 

•  adults  who  are  retarded  and  have  behavior  problems  that 
are  of  such  intensity  that  they  require  additional  staff 
attention. 

The  following  discussion  provides  information  on  each  of  these 
groups.  The  information  comes  primarily  from: 

•  DD  Division  waiting  lists  that  identify  the  extent  to  which 
individuals  are  currently  receiving  DD  services,  implying 
that  what  they  are  receiving  is  either  not  adequate  or  not 
appropriate. 

•  The  survey  conducted  by  the  project  of  DD  community  pro- 
viders, which  asked  providers  to  identify  the  number  of  individu- 
als in  their  programs  who  currently  are  severely  handicapped 

or  have  serious  behavior  problems,  those  who  are  elderly, 
and  those  who  currently  and  by  1984  should  move  into  less 
restrictive  work  or  living  environments. 
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Adults  Ready  to  Move  to  Less  Restrictive  Programs.  The  major  com- 
ponents of  adult  services  are  residential  and  vocational  programs. 
Most  of  the  adults  in  the  DD  system  are  currently  in  group  homes, 
with  a  smaller  number  in  semi-independent  living  programs.  As  of 
March  1980,  there  were  over  1600  individuals  receiving  services 
from  the  DD  community  system,  of  which  over  920  were  in  vocational 
services,  over  360  in  group  homes,  and  about  150  in  semi- 
independent  living  programs  (see  Table  1).  Thus,  almost  twice  as 
many  persons  were  in  vocational  as  were  in  residential  programs, 
and  there  were  more  than  twice  as  many  persons  in  group  homes  as 
were  in  semi -independent  living  programs.  No  information  was 
readily  available  in  aggregated  form  on  the  overlap  between  day 
and  resident  program  clients. 

As  of  June  1980,  the  DD  waiting  lists  indicated  that  there  were 
about  140  persons  needing  different  services  who  were  already  re- 
ceiving some  type  of  DD  service  (see  Table  5).  There  is  no  way  to 
know  precisely  how  many  need  each  type  of  service,  since  the  waiting 
list  includes  persons  not  now  in  DD  services  as  well  as  those 
currently  in  services.  The  DD  Division  has  identified  about  20 
persons  now  in  group  homes  who  are  on  the  waiting  list  to  move  into 
semi -independent  living  settings.  There  is  no  information  from 
the  DD  Division  on  the  number  of  people  ready  to  move  from  work 
activity  centers  to  sheltered  workshops. 

The  responses  from  providers  indicated  that  by  1984  approximately 
35%  of  the  individuals  currently  in  group  homes  will  be  ready  to 
move  into  semi-independent  living  settings  (see  Table  12).  This 
is  about  130  people.  Although  the  DD  Division  only  has  20  persons 
identified  as  needing  to  move  into  semi -independent  living 
settings  (i.e.  on  formal  waiting  lists),  the  group  homes  indicate 
that  about  16%  or  60  of  their  current  residents  could  move  within 
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TABLE  12 
CLIENT  MOVEMENT  POTENTIAL* 


RESIDENTIAL 


1981-82 


1983-84 


1981-84 


VOCATIONAL 


From  group  home  to  semi- 
independent  living  (based 
on  365  in  group  homes) 

From  group  home  living 
to  independent  living 
(based  on  365  in  group 
homes)  ** 

TOTALS  (based  on  about  500 
total  in  residential  services) 


From  work  activity  to 
sheltered  workshop 

To  specialized  work  training 

To  competitive  employment 

TOTALS  (based  on  a  total  of  920 
in  DD  vocational  programs 


% 

# 

% 

'  # 

% 

rr 

16 

60 

18 

70 

35 

130 

3 

11 

7 

25 

10 

37 

5 

77 

19 

95 

33 

167 

17 

155 

18 

165 

35 

320 

7 

65 

5 

45 

12 

110 

5 

45 

4 

40 

9 

80 

29 

265 

27 

25 

56 

510 

** 


Based  on  extrapolations  from 
project  questionnaire. 


DD  providers'  responses  to  a 


Data  unavailable  to  estimate  #  of  individuals  currently  in 
semi -independent  living  who  may  be  expected  to  progress  to 
independent  living.  These  figures  are  based  on  extrapolations 
from  provider  responses  to  a  question  concerning  the  number  of 
existing  group  home  residents  who  may  be  expected  to  progress 
to  independent  living. 
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1981-82.  In  contrast,  only  about  10%  of  the  current  residents  in 
community  programs  could  be  expected  to  move  from  group  homes  through 
semi-independent  living  settings  to  independent  living  settings  by 
1984.  This  would  be  only  about  36  persons.  This  number,  considered 
with  the  information  reported  by  providers  indicating  historically 
low  rates  of  client  movement  out  of  semi-independent  living  settings, 
means  that  fewer  persons  will  be  leaving  semi -independent  living 
settings  by  1984  than  will  be  ready  to  enter  them.  This  conclusion 
is  based  on  the  assumption  that  the  current  service  configurations 
in  terms  of  the  amount  of  support  available  (i.e.,  the  amount  of 
independence  required  on  the  part  of  the  client)  in  both  semi- 
independent  and  independent  living  settings  will  not  be  changing. 
Were  there  greater  variations  in  the  amount  of  support  available,  so 
that  the  moves  from  group  home  to  semi-independent  living  and  from 
the  latter  to  independent  living  were  less  abrupt,  then  it  is  reason- 
able to  expect  more  movement  both  into  and  out  of  semi -independent 
living  settings.  The  information  presented  here  also  assumes  that  in- 
dividuals only  move  when  they  are  "ready"  to  move,  when,  in  reality, 
a  number  of  other  factors  influence  moves,  including  individual  client 
preferences. 

The  situation  with  respect  to  day  programs  is  similar.  Providers 
indicated  that  about  29%  of  the  current  clients  could  move  into  a 
less  restrictive  vocational  setting  within  the  next  year,  and  about 
56%  could  move  by  1984.  This  means  a  total  of  over  500  persons  who 
could  move  into  less  restrictive  vocational  settings,  were  the  set- 
tings available.  As  with  residential  programs,  however,  the  bulk 
of  the  anticipated  movement  would  be  taking  place  at  the  lower  end  of 
the  continuum:  more  persons  would  be  ready  to  move  into  sheltered 
workshops  than  will  be  ready  to  move  out  of  them.  The  least  amount 
of  anticipated. movement  is  into  competitive  jobs.  Movement  into 
competitive  jobs  is,  in  many  ways,  the  area  over  which  the  DD 
system  has  least  control,  since  many  factors  influence  the  ability 
of  a  disabled  person  to  obtain  a  job.   Some  of  these  factors 
can  be  addressed  through  job  development  activities  carried  out 
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by  the  DD  system,  but  many  -  such  as  the  general  economy  -  cannot 
be.   As  a  result,  it  would  appear  that  the  ability  to  "unclog" 
the  vocational  system  at  the  top  is  somewhat  less  feasible  in 
the  foreseeable  future  than  the  ability  to  unclog  the  residential 
system. 

The  picture  just  drawn  above  shows  how,  with  the  individuals  cur- 
rently in  the  DD  system,  more  and  more  pressure  for  upward  movement 
will  be  felt  over  the  next  four  years,  and  the  system  will  have  less 
and  less  ability  to  meet  this  need  because  of  the  slowness  with  which 
individuals  can  be  expected  to  "graduate  out"  of  the  system  alto- 
gether. If  we  then  add  to  this  group  those  individuals  currently 
graduating  or  expected  to  graduate  from  special  education  over  the 
next  few  years,  the  situation  becomes  even  more  serious.  As  indica- 
ted elsewhere  in  this  section,  we  can  expect  that  many  of  the 
students  graduating  from  special  education  will  need  to  enter  the 
less  restrictive  residential  and  vocational  programs,  and  that  they 
will  be  needing  to  progress  to  even  less  restrictive  settings  over 
the  years.  Clearly,  then,  the  combination  of  the  increased  readi- 
ness of  people  already  in  the  system  to  move  upwards  (but  not 
necessarily  out)  and  those  people  who  can  be  expected  to  enter  from 
special  education  programs  throughout  the  state  is  going  to  create 
a  growing  pressure  for  more  slots  at  the  upper  end  of  the  spectrum. 

Elderly.  The  current  DD  community-based  service  system  is  designed 
primarily  for  working  age  adults.  As  a  result,  most  of  the  services 
are  strongly  oriented  towards  skill  acquisition,  job  preparation, 
or  actual  structured  employment.  Many  of  these  services  are  not 
appropriate  for  a  person  nearing  or  beyond  typical  retirement  age. 
The  following  numbers  provide  an  initial  estimate  of  the  extent  to 
which  additional  age-appropriate  services  for  the  elderly  are 
currently  needed  in  Montana.  As  the  life  expectancy  of  DD  persons 
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increases,  and  as  more  and  more  DD  persons  are  living  in  the  com- 
munity, the  need  to  develop  such  services  is  likely  to  increase. 

The  DD  Division  waiting  list  identifies  37  persons  in  only  one 
region  (Region  4)  who  are  currently  living  in  nursing  homes  for 
whom  day  programs  that  are  age-appropriate  are  required  but  not 
available.  These  individuals  are  not  now  on  waiting  lists  since 
they  need  a  program  that  is  not  now  existent.  Region  4  has  about 
23%  of  the  total  clients  in  the  system,  and  about  the  same  percent 
of  people  identified  as  needing  services.  The  assumption  cannot 
be  made  that  the  number  of  people  in  nursing  homes  in  Region  4  who 
need  more  age-appropriate  day  services  also  represent  about  23% 
of  the  statewide  total,  since  the  distribution  of  nursing  home 
residents  is  not  proportionate  to  the  overall  client  population, 
but  is  affected  by  other  factors  outside  the  DD  Division  such  as 
location  of  nursing  homes  willing  to  take  DD  people.  As  a  result, 
no  statewide  estimates  can  be  readily  obtained. 

Providers  indicated  that  about  15%  of  their  clientele  is  "elderly" 
and  hence  not  appropriately  placed.  If  the  assumption  is  made  that 
this  proportion  is  the  same  for  both  day  and  residential  programs, 
this  would  mean  there  are  about  75  elderly  persons  in  residential 
programs  (based  on  500  persons  in  group  homes  and  independent 
living  settings)  and  about  140  elderly  people  in  vocational  set- 
tings. The  140  in  day  programs  include  DD  people  living  in  nursing 
homes  and  attending  DD  vocational  programs  during  the  day.  These 
elderly  people  are  essentially  filling  slots  in  day  and  residential 
programs  that  might  more  appropriately  be  filled  by  younger  per- 
sons. However,  there  are  virtually  no  specialized  DD  programs  for 
the  elderly  outside  of  Great  Falls.  The  major  residential  program 
appropriate  for  some  elderly  DD  perons  is  a  nursing  home,  but  for 
many  others,  nursing  homes  are  not  appropriate. 
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Adults  Who  Are  Severely/Profoundly  Retarded.  Adults  currently  in 
community  residential  and  vocational  programs  were  often  identified 
by  providers  as  needing  services  that  were  more  intensive  than 
they  can  typically  offer.  Unlike  the  "ready  to  move"  and  "elderly" 
populations,  this  is  a  group  that  puts  pressure  on  the  system  for 
more  rather  than  less  intensive  services  than  they  are  now  receiving. 
Little  information  is  available  from  the  DD  Division  on  the  level 
of  retardation  of  the  clients  being  served.  Providers  responding 
to  the  project's  questionnaire  indicated  that  about  20%  of  their 
clients  are  "severely  handicapped."  This  would  mean  there  are 
about  200  persons  in  vocational  programs  and  about  80  persons  in 
group  homes.   It  is  unlikely  that  severely  handicapped  clients 
would  be  in  semi -independent  living  settings. 

Some  of  the  characteristics  of  these  more  severely  handicapped 
clients  give  an  insight  into  why  providers  have  difficulty  in 
serving  them.  They  are  reported  to  be:  exceptionally  low  intel- 
ligence, physically  handicapped,  non-verbal,  low  capacities  for 
expressive  and  receptive  language,  unable  to  perform  basic  self- 
care  tasks  such  as  dressing,  bathing,  and  toileting,  blind,  etc. 
These  characteristics  match  many  of  the  characteristics  of 
individuals  remaining  at  BRSH,  and  would  likely  also  resemble  some 
portion  of  the  "severely"  retarded  children  moving  through  special 
education  programs  into  adult  services. 

Adults  Who  have  Problem  Behaviors.  Perhaps  the  group  that  is  most 
universally  considered  to  be  difficult  for  community  programs  to 
serve  is  comprised  of  individuals  who  are  mentally  retarded  and 
have  behavior  problems.  This  is  the  case  not  just  in  Montana,  but 
virtually  everywhere  that  DD  persons  are  served  in  community  pro- 
grams. The  kinds  of  behavior  cited  by  providers  as  creating  prob- 
lems for  them  in  their  programs  include: 
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physically  aggressive;  psychotic  behavior;  hitting,  kicking, 
slapping  clients  and  staff;  property  destruction,  stealing, 
shoplifting,  ripping  clothes;  self  abuse;  frequent  temper 
tantrums;  alcoholism;  non-compliance  leading  to  violent 
outbursts;  irrational  disturbance  interfering  with  ability 
to  learn;  assaultiveness;  screaming;  self-stimulation,  and 
severe  inattention. 

Providers  reported  that  about  16%  of  their  clients  fall  into  this 
category,  or  about  150  persons  in  day  programs  and  about  60  in 
residential  settings.  These  clients  tend  to  place  disproportionate 
demands  on  providers  for  staff  attention,  and  create  many  difficul- 
ties (see  Part  Two).  It  should  be  noted,  however,  that  what  is  a 
"problem  behavior"  for  one  provider  might  not  be  for  another,  and 
vice  versa.  A  provider's  perception  of  a  problem  behavior  will, 
to  a  great  extent,  vary  with  that  provider's  ability  to  handle 
certain  types  of  behaviors.  In  addition,  certain  settings  tend  to 
be  more  conducive  to  diminishing  or  enhancing  certain  "problem" 
behaviors  than  are  others.  Identification  of  clients  with  behavior 
problems  is,  then,  subjective,  and  so  too  are  the  estimates  of 
the  number  of  problem  behaviors.  Most  important  is  that  providers 
report  having  severe  difficulties  with  the  behaviors  of  about  16% 
of  their  clients  -  and  this  is  a  hard  reality,  regardless  of  whether 
or  not  those  same  clients  would  in  fact  be  problems  in  other  settings 
or  with  more  or  different  staffing. 


48 


1.3   SUMMARY  IMPLICATIONS 

An  examination  of  the  data  just  presented  yields  some  striking  facts 
about  the  future  of  the  Montana  DD  community-based  service  system. 
Some  of  these  are: 

•  Even  without  any  further  depopulation  of  BRSH  and  other 
institutions  in  the  state,  a  large  growth  can  be  antici- 
pated in  the  demand  for  community  services  as  a  result 
of  the  special  education  population  that  will  be  gradua- 
ting and  needing  adult  services.  Specifically,  there 
appear  to  be  around  800  persons  who  are  likely  to  need 
some  type  of  service  from  the  DD  Division  within  the 
next  five  years  or  so,  over  half  of  whom  will  require 
intensive  services  and  the  remainder  of  whom  will  expect 
to  progress  through  the  system  towards  independence  or 
at  least  semi-independence.  Taking  an  even  longer  view, 
over  the  next  ten  or  fifteen  years  there  will  be  more 
than  1000  severely  retarded  persons  who  will  be  leaving 
the  special  education  system  and  who  will  need  intensive 
community  services,  and  another  approximately  1000 
mentally  retarded  people  who  will  need  less  intensive 
services.  These  numbers  do  not  account  for  non-retarded 
severely  handicapped  DD  persons  who  will  also  need  adult 
services  upon  graduation,  including  vocational  rehabili- 
tation, some  specialized  housing,  and  in-home  services. 

•  If  current  estimates  for  the  individuals  already  in  the 
system  are  reasonably  accurate,  then  the  demand  for  semi- 
independent  living  slots  will  grow  much  more  rapidly  than 
will  their  availability,  given  current  population  needs 
for  less  structured  environments.  Currently  there  are 
only  about  150  persons  in  semi-independent  living  programs 
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statewide,  and  only  a  small  percentage  can  be  expected  to  move 
out  of  those  settings  if  supports  for  mentally  retarded  persons 
living  independently  continue  to  be  poor.  Over  the  same 
period  of  time,  another  130  persons  or  so  will  be  ready  to 
move  from  group  homes  into  semi-independent  living  pro- 
grams, resulting  in  close  to  a  doubling  of  demand  for  this 
type  of  setting.  These  numbers  only  reflect  the  individuals 
now  in  the  system,  and  does  not  include  persons  in  the 
community  who  need  or  will  need  this  service.  As  long  as 
there  is  lack  of  movement  out  of  semi-independent  living, 
there  is  not  likely  to  be  much  movement  out  of  group  homes 
either.  This  results  in  a  clogging  of  the  system,  with 
more  people  in  group  homes  than  need  to  be. 

•  If  current  estimates  for  the  individuals  already  in  the 
system  are  reasonably  accurate,  then  the  demand  for  shel- 
tered work  placements  will  grow  more  rapidly  than  will 
their  availability,  given  current  population  needs  for 
less  structured  work  environments.  Based  upon  the  current 
adult  population  in  vocation  settings,  about  300  persons 
will  need  to  move  from  work  activity  into  sheltered  work 
programs,  but  less  than  200  persons  currently  in  those 
programs  will  be  ready  to  move  out  of  them  into  less  struc- 
tured work  settings,  including  competitive  employment. 
Without  some  efforts  to  increase  less  structured  job 
opportunities  for  individuals  currently  in  work  activity 
centers  and  sheltered  workshops,  many  DD  persons  will 
continue  to  be  employed  below  their  full  capacity. 

•  If  current  estimates  are  reasonably  accurate  and  can  be 
expected  to  continue,  then  a  growing  proportion  of  the 
population  in  residential  and  particularly  in  day  programs 
will  be  inappropirately  placed  for  their  age.  In  particu- 
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Tar,  there  appear  to  be  about  140  elderly  persons  now 
served  in  day  programs  for  whom  an  age-appropriate  ser- 
vice is  needed  now  but  is  not  available.  This  group  can 
be  expected  to  grow  as  the  lifespan  of  DD  persons  is 
lengthened. 

If  current  estimates  are  accurate,  then  almost  40%  of 
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BRSH  were  totally  depopulated.  About  16%  of  the  current 
community  population  has  severe  behavior  problems,  and 
another  at  least  20  percent  is  severely  or  profoundly 
retarded.  The  special  education  population  includes  an 
unknown  number  of  persons  who  are  retarded  with  behavior 
problems,  and  over  400  who  are  severely  retarded  that 
will  be  graduating  in  the  next  fire  years  or  so.  Virtu- 
ally the  entire  Boulder  population  of  about  240  persons 
fit  into  the  populations  needing  intensive  services. 

If  current  estimates  for  individuals  in  the  DD  community 
system  are  reasonably  accurate,  then  as  many  as  65%  of 
the  current  clients  are  receiving  services  that  are  potentv 
ally  not  adequate  or  appropriate;  this  could  balloon  to  as 
many  as  95%  if  more  opportunities  for  upward  movement 
than  now  exist  are  not  created  by  1985.  In  particular, 
the  65%  includes  about  15%  elderly  who  should  be  in  more 
age-appropriate  settings;  about  13%  of  residential  and  29% 
of  vocational  program  clients  who  are  currently  ready  to 
move  into  less  structured  settings;  about  20%  who  are 
severely/profoundly  retarded;  and  about  16%  who  have 
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serious  behavior  problems  requiring  intensive  services. 
The  proportion  that  could  move  into  less  structured 
settings  will  grow  to  about  30%  of  those  in  residential 
settings  and  about  56%  of  those  in  vocational  settings 
unless  they  have  an  opportunity  to  move  in  accordance 
with  their  needs. 

The  ways  in  which  the  current  Montana  community-based  service  sys- 
tem for  DD  persons  handles  the  populations  mentioned  above,  and  the 
reasons  why  there  appear  to  be  difficulties  in  dealing  both  with 
individuals  needing  less  structured  settings  and  those  needing  more 
intensive  services  are  discussed  in  Part  Two  of  this  report.  In 
Part  Three  the  implications  of  the  population  numbers  taken  together 
with  the  characteristics  of  the  service  system  are  explored,  par- 
ticularly in  terms  of  the  policies  and  priorities  of  the  DD  system 
for  the  future. 
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PART  TWO 
ASSESSMENT  OF  CURRENT  SERVICES  CAPABILITY 

Community  services  for  developmentally  disabled  citizens  in  Montana 
are  the  product  of  considerable  legislative  initiative,  administra- 
tive creativity  at  the  state  level,  and  the  commitment  of  staff 
at  regional  and  provider  levels  to  make  these  services  work.  A 
complete  and  well-thought-out  legislative  framework  authorizes 
necessary  services.  This  authority  has  been  creatively  applied 
at  the  state  level,  particularly  by  the  Department  of  Social  and 
Rehabilitation  Services.  As  a  result,  there  is  a  basic  structure 
of  services  which  has  facilitated  the  movement  of  a  large  propor- 
tion of  DD  individuals  from  the  institutional  setting  to  the  com- 
munity and  which  has  made  it  possible  for  other  DD  persons  to 
remain  in  their  communities  rather  than  become  institutionalized. 
These  services  represent  the  coordinated  efforts  of  various  state 
agencies  and  find  their  way  to  persons  in  need  through  a  network 
of  private  providers  appropriately  located  in  communities  across 
the  state  as  well  as  through  public  employees.  The  creative  mixture 
of  funds  from  a  variety  of  sources  to  support  community  services 
increases  the  complexity  of  managing  the  existing  structure,  but 
also  gives  it  flexibility,  richness  of  capability,  and  stability. 
A  virtual  army  of  personnel  has  coalesced  around  community  services 
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to  DD  people,  working  quietly  and  in  many  respects  unnoticed  in 
communities  and  neighborhoods  across  the  state  to  offer  their 
experience  in  the  interest  of  obtaining  an  improved  life  for  DD 
persons  who  but  a  few  years  ago  in  Montana  were  a  forgotten  group 
of  people. 

In  spite  of  this  awesome  beginning,  however,  certain  problems  have 
begun  to  emerge  which  need  to  be  addressed.  The  identification  of 
these  problems  is  the  primary  focus  of  this  Part  of  the  report. 
The  intent  of  the  study  in  highlighting  these  problems  is  not 
to  cast  doubt  on  the  achievements  that  have  been  made  in  Montana 
but  to  establish  a  context  for  future  planning.   The  assess- 
ment of  weaknesses,  as  well  as  strengths,  enables  the  state 
to  gain  a  perspective  on  not  only  what  has  been  accomplished, 
but  also  on  what  more  needs  to  be  accomplished.  This  discussion 
therefore  is  a  necessary  predecessor  to  the  final  Part  of  this 
volume  which  outlines  a  strategic  framework  for  action  for 
consideration  by  the  Montana  Developmental  Disabilities  Planning 
and  Advisory  Council  and  others  who  have  the  responsibility  to 
plan  ahead  for  services  to  developmental ly  disabled  persons. 

This  Part  of  the  report  provides  four  types  of  information. 
First,  a  general  description  of  desired  characteristics  of  DD 
services  in  the  community  informs  the  reader  of  the  general 
framework  used  by  the  project  in  assessing  current  services 
capability.  This  information  is  based  on  an  analysis  of  the  types 
of  services  DD  persons  are  more  likely  to  need  as  determined  from 
an  analysis  of  the  so-called  "new  definition"  of  a  developmental 
disability  contained  in  P.L.  95-602. 

A  second  type  of  information  is  a  general  description  of  Montana's 
current  community  services  capability  for  DD  persons.  Since  this 
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information  exists  in  considerable  detail  in  materials  prepared  by 
the  State,  no  effort  is  made  here  to  be  comprehensive.  Sufficient 
information  is  presented  however  to  illustrate  the  fact  that  much 
of  what  Montana  needs  to  serve  DD  persons  appropriately  in  the  com- 
munity is  already  in  place. 

A  third  type  of  information  identifies  issues  in  the  current  struc- 
ture of  community  services  which  need  to  be  addressed  as  the  state 
moves  into  its  second  decade  of  providing  comprehensive  community 
services  to  DD  persons.  Conclusions  from  this  discussion,  the 
fourth  type  of  information,  points  out  certain  discrepancies  from 
the  ideal  which  will  have  an  increasing  adverse  impact  on  the  system's 
ability  to  serve,  not  only  the  people  currently  in  service,  but  also 
those  for  whom  services  will  be  required  in  the  future. 

Finally,  the  reader  should  note  that  in  an  overview  such  as  this 
it  is  impossible  to  identify  all  strengths  as  well  as  all  the 
system's  needs  pertaining  to  a  system  of  services  as  complex  as 
that  found  in  Montana.  Therefore,  the  report  highlights  those 
factors  which  are  considered  to  be  the  most  critical  for  the  pur- 
poses of  planning  over  the  next  four  years. 
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2.1   DESIRED  CHARACTERISTICS  OF  A  DEVELOPMENTAL  DISABILITIES 
SERVICES  SYSTEM 

The  federal  definition  of  a  developmental  disability  conveys  some 
important  characteristics  of  service  needs  most  likely  to  be  mani- 
fest in  developmental ly  disabled  persons.  From  these,  it  is 
possible  to  draw  certain  conclusions  about  what  capacities  a 
services  system  should  have  in  order  to  serve  these  individuals 
appropriately.  The  following  information  provides  a  summary 
description  of  service  needs  implied  by  P.L.  95-602  and  cor- 
responding desired  systems  capacities.  These  provide  the  framework 
used  in  this  study  for  assessing  Montana's  current  services  capability. 

•  Service  Needs  of  DP  Persons.  The  definition  conveys  four 
characteristics  of  service  needs  most  likely  to  be  present  among  DD 
persons. 

1.  DD  individuals  are  likely  to  need  services  from  more 
than  one  service,  from  more  than  one  agency,  and  from  more  than  one 
type  of  professional.  This  in  turn  implies  that  for  a  DD  person 

to  receive  the  service  that  he  or  she  requires,  a  cross-agency  per- 
spective is  required,  both  at  the  agency  level  in  terms  of  inter- 
agency coordination  and  cooperation,  and  at  the  individual  client 
level  in  terms  of  ensuring  that  there  is  reasonable  consistency  and  co- 
herence among  the  services  rendered  by  different  agencies  or  providers. 

2.  The  definition  tells  us  that  DD  individuals  vary 
tremendously  among  themselves  and  need  to  have  their  services  indi- 
vidualized and  planned  specifically  for  them  rather  than  for  groups 
of  individuals.  This  in  turn  means  that  there  needs  to  be  some 


The  federal  definition  of  a  developmental  disability  is  included  in 
Part  One  of  this  report. 
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mechanism  in  the  service  system  for  determining  what  a  specific 
individual  needs  at  any  given  point  in  time  and  for  creating  a 
specific  plan  for  ensuring  that  those  individual  needs  are  met. 
It  means  that  some  explicit  acknowledgement  needs  to  be  made  by 
the  system  that  one  DD  person  might  need  a  different  combination 
of  services,  might  require  different  amounts  of  resources  for 
those  services,  and  might  require  different  lengths  of  time  for 
the  meeting  of  specific  goals  than  might  another  DD  individual. 

3.  For  many  individuals  with  a  developmental  disability  the 
likelihood  is  that  the  person  will  require  services  over  a  protracted 
period  of  time  that  for  many  individuals  will  last  a  lifetime.  This 
in  turn  means  that  the  service  system  needs  to  have  a  long  range 
perspective  on  the  delivery  of  services  not  only  to  each  individual 
but  to  the  group  as  a  whole.  This  implies  the  need  for  long  range 
planning,  for  secure  long  term  funding,  for  planning  across  a  number 
of  critical  transition  points  in  a  person's  life,  such  as  between 
childhood  and  adulthood  and  between  adulthood  and  old  age.  It  implies 
that  although  some  DD  individuals  will  essentially  leave  the  service 
system  for  some  portion  of  their  lives,  many  will  re-enter,  and  that 
others  will  always  need  additional  services  in  order  to  be  maintained 
in  society. 

4.  The  definition  implies  that  the  specific  needs  of  a 
person  will  change  over  time,  and  that  there  will  be  a  growth  and  a 
developmental  process  that  will  take  place.  This  implies  that 
services  need  to  be  designed  to  ensure  that  the  growth  that  is  pos- 
sible takes  place,  without  imposing  a  standard  notion  of  the  appro- 
priate steps  in  the  process,  the  time  that  such  a  process  will  take, 
or  that  all  DD  individuals  will,  in  fact,  over  time  develop  in  some 
ways.  This  then  ties  in  with  the  previously  mentioned  conditions 
that  a  DD  person  needs  a  variety  of  services,  planned  individually, 
over  a  protracted  period  of  time,  that  is  aimed  at  both  growth  and 
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maintenance  of  the  individual  and  his  or  her  capabilities  and 
preferences. 


•    Service  System  Characteristics.  The  specific  implica- 
tions of  the  previous  discussion  for  what  the  Montana  DD  service 
delivery  system  should  contain  are  many.  The  following  have  been 
identified  for  the  purposes  of  this  assessment. 

1 .  Presence  of  a  continuum  of  services  that  explicitly 
provides  DD  individuals  with  the  opportunity  to  acquire  additional 
skills  and  to  operate  at  their  enhanced  skill  level  with  greater 
and  greater  independence.  This  implies  that  at  least  the  two  major 
components  of  services,  day  and  residential,  should  offer  DD  indi- 
viduals a  continuum  of  specific  programs  that  vary  in  terms  of  the 
skills  they  require  and  the  skills  that  they  teach  DD  clients. 

2.  The  presence  of  a  range  of  service  types  aimed  at 
accommodating  the  range  of  specific  disabilities  and  needs  of  DD 
individuals.  This  implies  services  that  accommodate  individuals 
with  emotional  problems,  with  sensory  impairments,  with  physical 
limitations,  as  well  as  with  mental  retardation.  It  means  that 
the  services  need  to  vary  in  their  intensity,  and  that  in  parti- 
cular, for  those  individuals  with  multiple  problems  or  particularly 
severe  problems,  more  intense  services  are  available. 

3.  The  presence  of  mechanisms  for  determining  individual 
client  needs  and  for  meeting  those  individual  needs  through  individu- 
alized service  planning  and  provision.  This  implies  not  only  that 
individualized  habilitation  plans  be  developed  for  each  client,  but 
that  there  is  also  a  way  of  ensuring  that  each  client  receives  a 
different  set  of  specific  services  tailored  to  that  person.  An 
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individualized  plan  that  is  not  implemented  in  an  individualized 
fashion  falls  short  of  what  is  required. 

4.  The  presence  of  mechanisms  for  coordinating  and  managing 
services  at  the  individual  client  level,  particularly  when  more  than 
one  provider  is  required  at  any  one  point  in  time  and  over  a  period 

of  time.  This  implies  the  presence  of  someone  who  can  act  as  a 
"case"  or  "services"  manager  for  each  person  in  the  system.  This 
person  would  have  responsibility  for  ensuring  that  the  total  set  of 
services  received  by  a  client  not  only  conforms  to  the  individualized 
plan  just  described,  but  that  each  service  component  is  offered  in 
a  systematic  and  coordinated  fashion. 

5.  The  presence  of  mechanisms  for  coordinating  and  managing 
services  across  agencies  at  the  aggregated  and  agency  level.  This 
implies  the  need  for  joint  planning,  formal  cooperative  agreements 
and  other  mechanisms  for  the  various  agencies  involved  in  providing 
services  to  DD  individuals  at  any  one  point  in  time  to  work  together. 
In  particular,  it  implies  working  together  at  the  points  when 
primary  responsibility  for  service  provision  shifts  from  one  agency 

to  another. 

6.  The  presence  of  mechanisms  for  holding  accountable 
those  organizations  responsible  for  the  direct  provision  of  service 
to  DD  individuals  to  ensure  that  service  is  in  fact  being  provided 
in  accordance  with  the  best  needs  of  the  DD  individual  as  outlined 
in  the  I  HP.  This  implies  some  standards  against  which  to  measure 
the  DD  providers,  both  in  terms  of  their  overall  performance  and  in 
terms  of  their  performance  with  respect  to  an  individual  client. 

7.  The  availability  of  adequate  funds  that  can  be  used  in 
a  sufficiently  flexible  fashion  so  that  it  is  possible  to  provide 

a  continuum  of  services,  services  which  vary  in  intensity, 
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individualized  services,  client  level  case/service  management,  and 
a  capacity  to  plan  services  on  a  long-term,  cross-agency  basis. 
This  implies  that  the  state  must  work  with  a  combination  of  funds 
from  various  federal  resources,  supplemented  by  funds  from  private 
sources  such  as  industry  and  local  sources,  and  by  state  general 
funds,  since  no  one  source  is  currently  in  a  position  to  provide 
either  adequate  amounts  or  the  flexibility  in  allocation  that  is 
needed. 

The  extent  to  which  these  and  related  capabilities  are  present  in 
the  Montana  community-based  services  system  is  the  subject  of  the 
information  and  conclusions  which  follow  in  Sections  2.2-2.4  below. 
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2.2   OVERVIEW  OF  EXISTING  SERVICES 

This  analysis  provides  a  general  overview  of  Montana's  current  com- 
munity services  capability  for  developmental ly  disabled  persons. 
Since  a  considerable  amount  of  current  information  is  available 
which  describes  existing  services,  no  effort  is  made  here  to  be 
comprehensive.   The  primary  intent  of  this  information  is  to  illus- 
trate that  much  of  what  is  needed  to  provide  appropriate  services 
to  DD  individuals  is  currently  in  place. 

2.2.1   General  Overview  of  Agency  Components 

An  early  issue  to  be  resolved  by  this  project  was  the  identification 
of  components  of  DD  services  to  serve  as  the  focus  for  the  study. 
Ideally,  any  community  service  which  DD  persons  may  use  from  time 
to  time  should  be  considered  part  of  the  services  network  for  this 
population  and,  therefore,  examined.  For  the  purposes  of  this  study, 
however,  this  was  not  possible,  since  the  possibilities  are  infinite 
and  could  not  be  looked  at  within  the  time  and  financial  constraints 
of  this  project.  On  the  other  extreme  one  might  say  that  only  those 
services  supported  by  the  Developmental  Disabilities  Division  should 
be  considered.  However,  while  the  Division  is  responsible  for  the 
core  of  what  here  is  referred  to  as  specialized  community  services 
for  DD  persons,  to  limit  the  assessment  to  these  services  would 
ignore  the  reality  of  certain  other  services  on  which  DD  persons 
depend  heavily.  The  definition  of  community  services  adopted  for 
the  purposes  of  this  project  includes  those  services  components 
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For  a  more  detailed  description  of  services  which  exist  currently, 

the  reader  is  referred  to  two  excellent  documents.  They  are  the 
Montana  State  Plan  for  Developmental  Disabi1ities:1981-83,  avail- 
able from  the  Montana  Developmental  Disabilities  Planning  &  Advisory 
Council  (DDPAC).  And  the  Developmental  Disabilities  Services  Pro- 
posal ,  1979,  available  from  the  Developmental  Disabilities  Division 
of  the  Department  of  Social  and  Rehabilitation  Services. 


61 


determined  to  provide  the  bulk  of  services  to  the  DD  population. 
Using  this  criterion,  it  is  determined  that  the  greatest  portion 
of  services  to  DD  persons  in  the  community  is  supported  by  a 
relatively  small  number  of  agency  components.  These  include 
various  program  functions  with  the  Department  of  Social  and 
Rehabilitation  Services,  the  Office  of  Public  Instruction,  and 
the  Health  Services  Division  of  the  Department  of  Health  and 
Environmental  Sciences.  The  major  roles  performed  by  each  of 
these  major  components  are  described  as  follows: 

t    Developmental  Disabilities  Division/SRS.  This  is  the 
unit  of  State  Government  responsible  for  the  establishment  and 
maintenance  of  specialized  community-based  services  to  develop- 
mentally  disabled  persons.  With  the  exception  of  case  management 
services  provided  to  DD  individuals  immediately  upon  entering  the 
community-based  services  from  the  institution,  the  Division  pro- 
vides no  direct  services.  Through  purchase  of  service  agreements 
with  private  non-profit  provider  corporations,  however,  the  Division 
supports  a  range  of  services  to  DD  children,  adults,  and  families 
of  DD  persons.   Included  are  residential  services  to  children  and 
adults,  day  services  to  adults  and  outreach  and  training  services 
to  families  with  DD  individuals  living  at  home.  Transportation 
services  are  purchased  to  facilitate  client  movement  to  and  from 
work  and  residential  settings.  The  Division  supports  regional 
evaluation  and  diagnostic  services  for  diagnosing  and  preparing 
recommendations  for  habilitation  programs  for  clients  with  severe 
and/or  complex  handicapping  conditions. 

•    Economic  Assistance  Division/SRS.  Through  its  responsi- 
bility to  implement  the  Title  XIX  (Medicaid)  State  Plan,  this 
Division  plays  a  key  role  in  financing  the  medical  care  needs  of 
DD  persons  in  the  community.  This  support  is  an  essential  com- 
ponent of  a  complex  financing  puzzle  which  enables  the  State  to 
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place  DD  persons  from  the  institution  into  community  residential 
settings. 

•  Rehabilitative  Services  Division/SRS.  This  Division  of 
SRS  plays  two  roles  with  regard  to  supporting  community-based 
services.  First,  it  has  the  responsibility  to  determine  eligi- 
bility for  applications  for  Supplemental  Security  Income  Disability 
(SSI).  The  SSI  program  provides  a  national  income  floor  for  the 
aged,  blind  and  disabled  who  meet  necessary  income  and  resource 
requirements.  Like  the  Medicaid  program,  the  SSI  program  is  counted 
on  heavily  in  the  overall  financing  scheme  for  community  residential 
services. 

The  Rehabilitative  Services  Division  also  supports  vocational  rehabi- 
litation services  to  developmental ly  disabled  persons.  In  order  to 
qualify,  however,  a  DD  person  must  demonstrate  a  reasonable  capacity 
for  employment  as  the  result  of  having  received  VR  services.  Because 
not  all  DD  persons  meet  the  employability  criteria  of  VR,  however, 
this  program  is  expected  to  be  available  only  to  a  portion  of  DD 
persons  serviced  in  programs  served  by  the  DDD.  Like  the  DDD,  the 
Rehabilitative  Services  Division  does  not  provide  direct  rehabilitative 
services.  Rather,  it  purchases  these  services  through  a  network 
of  VR  "counselors"  located  in  communities  throughout  the  state. 
Once  it  is  determined  by  a  counselor  that  a  DD  individual  meets 
the  employability  test,  the  client  becomes  eligible  for  a  range  of 
VR-purchased  services  according  to  an  Individualized  Written 
Rehabilitation  Program  (IWRP). 

•  Social  Services  Bureau/SRS.  This  Bureau  of  the 
Community  Services  Division  provides  the  critically  important 
function  of  managing  the  coordination  of  services  to  DD  persons 
through  its  case  management  program.  Each  DD  adult  served  in  DDD- 
supported  programs  is  assigned  a  case-manager  who  has  responsibility 
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to  guide  individual  habilitation  planning  for  that  individual 
and  to  coordinate  the  provision  of  those  services  as  outlined  by 
the  IHP.  In  addition,  the  case  management  system  provides  the 
central  point  of  client  referral  for  entry  to  community-based 
services  supported  by  the  DDD. 

•    Health  Services  Division/Department  of  Health  and 
Environmental  Sciences.  This  division,  especially  through  its  com- 
ponent entitled  "Handicapped  Children's  Services",  plays  an  important 
role  with  respect  to  DD  children.   It  provides  a  multi-disciplinary 
approach  for  diagnostic  evaluations  and  the  management  of  long-term 
rehabilitation  care  to  individuals  with  chronic  handicapping  condi- 
tions ages  birth  -  21  years  old.  Included  in  this  responsibility 
is  the  purchase  of  specialized  services  for  eligible  individuals 
and  the  provision  of  case-management  services  to  children  who  receive 
these  services  and  until  they  reach  age  21. 

•    Special  Education  Unit/Office  of  Public  Instruction. 
Montana  School  districts  are  required  by  State  law  to  provide 
special  education  for  all  handicapped  children  between  the  ages  of 
6  and  18.  The  State  Superintendent  of  Public  Instruction  is  re- 
sponsible for  setting  standards  for  public  education  programs  and 
to  distribute  state  funds  to  Montana's  614  local  school  districts. 
The  Special  Education  Unit  handles  administrative  coordination  and 
technical  assistance  for  special  education  programs.  There  is  an 
important  link  between  special  education  services,  handicapped 
children's  services  and  services  offered  to  children  which  are 
supported  by  the  DDD.  Frequently,  the  ability  of  a  school  district 
to  offer  special  education  to  a  particular  child  in  his  or  her  own 
community  is  predicated  on  the  availability  of  resources  to  support 
the  physical  rehabilitation  of  that  child  and/or  residential  needs 
of  that  child.  Inability  of  either  or  both  of  these  services  to 
respond  to  the  children's  needs  may  and  often  does  require  the 
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school  district  to  seek  out  services  for  the  child  in  another 
school  district  or  even  out  of  state. 

Others.  There  are,  of  course,  other  state,  locally,  and 
privately  supported  services  that  are  used  or  could  be  used  by 
DD  persons.  Some  of  these  are  highly  specialized  services  directed 
to  a  very  specific  segment  of  the  handicapped  population. 

Some  examples  are  the  services  offered  to  the  deaf/blind  popula- 
tion or  to  the  visually  disabled.  Others  are  generic  services  which 
are  available  to  the  entire  population  and  are  not  specialized  to 
the  needs  of  DD  persons.  Examples  of  these  are  community  mental 
health  services  administered  under  the  auspices  of  the  Department  of 
Institutions,  aging  services,  and  general  social  services  adminis- 
tered by  the  Community  Services  Division/SRS.  Still  others  are 
services  offered  by  private  providers  in  the  community  such  as 
doctors,  therapists,  etc.  While  the  importance  of  these  is 
recognized  by  the  project,  the  decision  was  made  to  explore  them 
only  to  the  extent  that  their  absence  may  be  a  factor  in  the  inabil- 
ity of  DD  persons  to  progress  through  community  services. 

These  several  components  interface  at  the  community  level  to  create 
a  broad  array  of  services.  The  following  discussion  describes 
these  services. 

2.2.2  Description  of  Service  Components. 

Developmen tally  disabled  persons  served  in  the  community  receive 
the  bulk  of  their  services  from  three  divisions  of  the  Department 
of  Social  and  Rehabilitation  Services  (SRS).  These  are  the  Develop- 
mental Disabilities  Division,  the  Community  Services  Division 
(Social  Services  Bureau),  and  the  Rehabilitative  Services  Division. 
Since  these  services  provide  the  primary  focus  of  the  analysis 
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presented  below,  a  more  detailed  description  of  what  they  offer  is 
presented  here.  While  the  Special  Education  Unit  of  the  Office 
of  Public  Instruction  is  a  key  component  of  the  community  services 
for  children  and  youth,  no  effort  is  made  in  this  study  to 
assess  its  overall  adequacy.  A  description  of  special  education 
services  is  therefore  omitted  from  this  discussion. 

The  presentation  of  this  information  is  organized  by  age  group. 
This  approach  to  describing  available  services  is  preferred  over 
that  of  an  agency-by-agency  description  since  it  enables  the  reader 
to  visualize  more  readily  how  services  fit  together  to  serve  a 
particular  group  of  clients  and  what  gaps  may  exist.  A  further 
distinction  is  made  in  adult  services  between  residential  and  voca- 
tional services.  For  children,  only  residential  services  are 
described  since  special  education  services  are  not  included  in  this 
study.  Case  management  services  are  available  to  all  age  groups  so 
they  are  discussed  independently  of  any  particular  age  grouping. 

•    Children's  Residential  Services. 

Currently  in  Montana,  DD  children  are  maintained  in  their  natural  or 
foster  homes  through  a  program  of  family-  and  client-focused  training 
provided  on  an  in-home  basis.  These  services  are  financed  by  the 
Developmental  Disabilities  Division  and  provided  through  a  network 
of  private  non-profit  provider  corporations  under  contract  with 
the  division.  The  following  services  are  provided  by  family  outreach 
trainers:  child-focused  training  whereby  trainers  work  directly 
with  the  child;  family-focused  training  whereby  trainers  work  with 
the  family  in  establishing  training  objectives  and  procedures  to  be 
carried  out  by  the  family  on  a  daily  basis;  and,  services  coordina- 
tion and  information  and  referral  services  whereby  families  are  linked 
with  additional  services  and  resources  which  are  available  to  assist 
them  in  providing  adequate  care  of  their  child.  Respite  care 
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services  provide  family  relief  for  short  periods  of  time. 

Generally,  this  program  of  family  support  continues  as  the  child 
enters  public  school  and  may  link  the  training  being  provided 
in  the  classroom  to  that  provided  in  the  home.  Frequently,  the 
outreach  trainer  facilitates  continuity  between  these  types  of  train- 
ing. Or,  the  trainer  may  simply  keep  the  family  informed  as  to 
what  may  be  happening  in  the  classroom.  In  addition,  the  family 
trainer  continues  to  assist  the  family  in  developing  and  imple- 
menting training  programs  which  may  be  needed  and  which  have  no 
direct  relationship  to  the  training  being  provided  in  the  class- 
room. Such  training  may  focus  on  the  child's  need  to  learn  to  care 
for  himself  and  to  undertake  certain  tasks  without  assistance. 

Specialized  residential  settings  for  DD  children  have  been  developed 
in  Montana,  primarily  for  the  purpose  of  placing  severely  handi- 
capped children  from  institutional  settings  into  the  community. 
These  settings  are  similar  to  community  homes  for  adults,  except  that 
specialized  children's  homes  have  four  instead  of  eight  residents. 
These  community  home  programs  have  been  established  in  areas  where 
appropriate  types  of  special  education  exists  through  the  public 
school  system. 

•    Adult  Services 

•    Adult  Residential .  Currently  in  Montana,  the 
"community  home"  is  the  core  concept  of  the  community  residential 
continuum.  The  typical  community  home  for  adults  is  a  four-  or  five- 
bedroom  house  located  in  a  residential  area.  It  is  designed  for 
group  living  for  eight  adult  clients.  Each  client  shares  a  bedroom 
with  another  of  the  same  sex  and  shares  common  living  and  eating 
areas  with  all  clients.  The  community  home  is  staffed  on  a  24-hour 
basis  with  three  persons:  two  live  in  the  home  five  days  a  week 
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and  one  relief  person  lives  in  the  home  two  days  a  week.  These  staff 
provide  overall  client  supervision,  residential  training  and  home 
management. 

The  community- home  program  is  managed  by  a  network  of  private  non- 
profit provider  corporations  who  may  also  provide  day  and  trans- 
portation services.  These  corporations  receive  funds  from  two  pri- 
mary sources  to  support  the  operation  of  the  community  homes.  The 
major  source  is  the  provider  contract  with  the  Developmental  Dis- 
abilities  Division  which  provides  funds  for  basic  staffing  and  home 
maintenance.  SSI  income  to  individual  clients  is  used  to  support 
the  individual  needs  of  clients  for  food  and  clothing.  The  DDD  also 
provides  funds  for  down  payments  on  homes  where  purchase  is 
determined  necessary  by  the  provider  corporation.  Rent,  lease,  or 
mortgage  payments  are  paid  by  the  provider  from  funds  received  from 
the  DDD  for  program  operation.  Medical  needs  of  clients  are  reimburse- 
able  under  Medicaid. 

Another  key  component  of  the  adult  residential  continuum  is  the  semi- 
independent  living  and  training  program.  This  program  consists  of 
a  variety  of  levels  of  outreach  training  and  supervision  by  outreach 
trainers  to  DD  clients  who  may  live  in  a  variety  of  residential  set- 
tings which  are  less  restrictive  than  the  community  home.  This 
program  is  designed  to  ease  client  transition  from  the  community  home 
to  an  independent  living  setting. 

As  DD  adults  graduate  from  the  semi-independent  living  and  training 
program,  they  enter  an  independent  program.  At  this  point,  they 
are  no  longer  technically  the  responsibility  of  the  DD  division. 
On-going  services  that  may  be  needed  are  provided  by  the  social 
services  system.  Adults  who  reach  this  stage  of  independence  may 
remain  in  this  status  indefinitely. 


68 


•   Adult  Vocational .  Currently  in  Montana,  the  "work 
activity  center"  is  the  core  component  of  the  vocational  continuum. 
This  consists  of  a  six-hour  per  day  program  conducted  in  a  community 
facility  apart  from  the  client's  place  of  residence.  The  program 
consists  of  pre-academic  skills  and  specific  work  activities  for 
which  clients  are  trained  and  for  which  specific  work  production 
goals  are  established  for  each  client.  The  production  component  of 
the  work  activity  center  is  financed  through  contracts  between  the 
center  and  private  business  in  the  community.  The  money  received 
by  the  center  for  the  successful  completion  of  specific  contracts 
for  products  or  services  is  used  to  "pay"  clients  for  their  work 
and  to  help  underwrite  the  cost  of  the  center's  operation.  Under 
federal  labor  laws,  DD  persons  who  are  served  by  the  center  are 
limited  in  the  amount  of  money  they  can  earn  and  continue  to  be 
classified  as  disabled.  Nevertheless,  the  money  they  earn  is 
theirs  to  spend  as  they  wish. 

Another  important  element  of  the  vocational  continuum  is  the  sheltered 
workshop.  This  is  a  more  highly  structured,  more  competitive  work 
setting,  suitable  for  clients  who  are  capable  of  meeting  certain 
minimum  production  goals  and  who  are  capable  of  working  with  less 
supervision  than  are  the  clients  of  work  activity  centers.  It  is 
a  step  short  of  competitive  employment  in  that  the  client  is  shel- 
tered from  the  potential  difficulties  of  the  competitive  employment 
situation.  In  the  sheltered  workshop,  the  client  is  permitted 
under  labor  laws  to  earn  more  money  than  in  the  work  activity  center. 
He  nevertheless  is  limited  in  what  he  can  earn  and  continue  to  be 
considered  eligible  for  disability  benefits. 

All  seven  sheltered  workshops  are  accredited  by  the  Committee  on 
the  Accreditation  of  Rehabilitative  Facilities  (CARF)  which  makes 
them  eligible  vendors  for  vocational  rehabilitation  training  services. 
Under  this  program,  clients  who  are  determined  eligible  for  VR  services 
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may  be  provided  specialized  vocational  training  paid  for  by  VR.  VR 
has  a  purchase  of  services  agreement  with  each  sheltered  workshop 
in  the  state. 

A  variety  of  other  services  are  potentially  available  to  DD  clients 
through  VR,  depending  on  the  potential  of  the  client  for  employ- 
ability  as  the  result  of  receipt  of  VR  services.  This  determination 
of  eligibility  is  made  by  VR  counselors  located  throughout  the  state. 
If  a  client  is  determined  eligible,  an  Individualized  Work  Rehabili- 
tation Plan  (IWRP)  is  prepared  with  the  client  specifying  the  services 
VR  is  willing  to  pay  for. 

•  Case  Management  and  Services  Coordination. 

In  Montana  there  are  many  activities  that  are  aimed  at  both  client 
level  (case  management)  and  agency  level  coordination.  Case 
management  is  more  well  developed,  and  is  seen  more  explicitly  as 
part  of  the  overall  DD  service  system. 

•  Case  Management.  Montana  currently  has  an  extensive  case 
management  system  that  operates  in  all  counties  through  the  state. 
The  core  of  this  system  is  the  county  social  worker.  The  county 
social  workers  are  employed  by  the  local  county  welfare  offices,  but 
are  hired  to  conform  to  state  standards  and  receive  supervision 
through  the  Social  Services  Bureau  within  the  SRS  Department.  This 
dual  accountability  on  the  part  of  the  social  workers  creates 
difficulties,  as  shown  later  in  this  report.  The  social  workers 
are  frequently  responsible  for  providing  services  to  non  DD  indivi- 
duals, such  as  child  welfare  cases  or  elderly  persons.  As  county 
social  workers  they  have  a  number  of  responsibilities.  For  the  DD 
persons  on  their  case  loads,  they  are  responsible  for  coordinating 
the  conferences  during  which  individual  habilitation  plans  (IHPs) 
are  developed  and  reviewed.  These  IHP  conferences  take  place  semi- 
annually for  all  DD  persons  receiving  services  from  DD  community 
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programs.  A  more  detailed  discussion  of  the  various  roles  and 
responsibilities  that  social  workers  see  for  themselves  is  pro- 
vided later  in  this  report. 

Also,  at  the  individual  client  level,  there  is  a  case  management 
role  that  is  assumed  by  another  part  of  the  DD  community  system: 
the  DD  community  workers.  Formally,  DD  community  workers  are  the 
designated  case  managers  for  individuals  after  their  release  from 
an  institution  into  a  community  program,  and  prior  to  their  formal 
discharge  (generally  three  to  six  months  after  release)  from  the 
institution.  At  the  point  of  formal  discharge,  the  social  worker 
takes  over  as  the  case  manager.  However,  as  is  discussed  at  greater 
length  below,  the  DD  community  workers  continue  to  maintain  a  number 
of  important  client  level  activities  including  participation  in  the 
IHP  conferences,  and  carry  out  many  case  management  type  activities 
for  DD  clients.  The  possible  confusion  between  the  roles  of  the 
social  workers  and  those  of  the  community  workers  is  discussed  below. 

Two  other  community  systems  are  required  to  develop  individualized 
service  plans  for  their  clients,  and  are  therefore  also  cast 
somewhat  into  case  management  roles.  These  are  the  special  educa- 
tion and  the  vocational  rehabilitation  systems.  For  all  children 
in  special  education  programs,  an  individualized  education  program 
is  developed,  and  this  puts  the  school  into  a  "case  management" 
role  with  respect  to  coordinating  the  range  of  services  needed, 
particularly  for  the  more  severely  disabled  children  that  are 
developmental ly  disabled.  Similarly,  case  workers  in  the  vocational 
rehabilitation  system  must  develop  individualized  written  rehabili- 
tation plans  (IWRPs)  for  all  their  clients,  including  those  who 
are  developmental ly  disabled.  These  IWRPs  are  not  generally  as 
comprehensive  as  an  IHP,  but  for  DD  individuals  who  have  moved  to 
a  high  level  of  independence, their  VR  counselor  will  have  a  key 
role  in  coordinating  a  range  of  services.  Finally,  those  DD 
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persons  who  are  living  within  the  institutions  also  have  indi- 
vidual plans  developed  for  them,  but  do  not  have  a  case  manager 
within  the  community  system.  Rather,  it  falls  to  staff  within 
the  institutions  to  coordinate  their  services.  In  general, 
this  does  not  require  or  entail  much  interagency  coordination 
since  institutionalized  individuals  generally  receive  all  their 
services  from  the  institution.  This  project  does  not  focus  on 
these  additional  case  management  type  activities.  Rather,  it 
examines  the  roles  of  the  social  workers  and  the  DD  community 
workers  since  these  are  seen  as  the  major  case  management  activi- 
ties in  the  overall  DD  system,  and  are  also  seen  as  being  problematic 
in  terms  of  facilitating  appropriate  client  movement. 

•    Interagency  Coordination.  The  Montana  DD  system  has 
few  formal  mechanisms  for  coordinating  services  at  the  agency  level. 
Consequently  it  is  difficult  to  describe  "what  exists".  Item  2.3.1, 
below,  addresses  what  does  not  exist  in  the  way  of  coordinating 
needs  to  support  DD  client  transition  from  special  education  to 
adult  services.  Also,  item  2.3.5  provides  a  more  general  discussion 
of  what  needs  to  exist  in  the  area  of  coordination. 
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2.3   CURRENT  SERVICES  CAPABILITY  ISSUES 

This  analysis  highlights  issues  in  current  services  capability  which 
need  to  be  addressed  as  the  state  of  Montana  plans  for  develop- 
mentally  disabled  persons  in  the  1980' s.  There  is  no  order  of  pri- 
ority among  these  issues  intended  in  the  order  of  their  presentation. 
Although  some  issues  affect  clients  more  directly  than  others,  each 
relates  to  the  ability  of  the  system  to  provide  appropriate  services 
to  clients  in  the  community.  The  issues  are  presented  in  seven 
major  categories.  These  are: 

Children's  Services 

Adult  Services 

Specialized  Community  Services 

Case  Management 

Services  Coordination 

Financing 

Accountability 

As  the  reader  progresses  through  this  somewhat  lengthy  analysis,  it 
will  be  noted  that  heavy  reliance  is  made  on  written  responses  from 
social  workers.  There  are  two  reasons  for  this.  First,  social 
workers  provided  an  unusually  high  rate  of  response  to  the  mail 
questionnaires.  This  is  compared  to  a  very  low  rate  of  response  from 
the  private  sector.  Thus  the  bulk  of  documented  first  hand  informa- 
tion available  to  the  project  is  that  from  social  services.  More 
important,  however,  is  the  extreme  usefulness  of  the  information 
provided  by  the  social  workers.  Situated  as  they  are  in  the  system 
as  client  advocates  and  therefore  highly  likely  to  come  into  contact 
with  all  elements  of  community  services,  they  are  in  a  position  to 
provide  unique  perspectives  on  how  it  is  that  the  system  acually 
works,  or  does  not  work.  That  these  workers,  already  overworked  ac- 
cording to  the  findings  of  this  study,  have  used  the  mail  question- 
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naires  to  inform  the  project  in  considerable  detail  about  these 
perspectives  is  indeed  fortunate.  For  this  reason,  then,  their 
perspectives  are  included,  where  relevant,  as  illustrations  of  the 
observations  about  the  system  obtained  by  the  project  through  a 
variety  of  data  collection  processes. 

By  way  of  introducing  this  chapter  of  the  report  on  issues  in  the 
community  system  of  DD  services,  the  project  includes  below  an  ex- 
tended list  of  comments  on  how  the  DD  system  might  be  improved  made 
by  social  services  workers  from  all  areas  of  the  state.  The 
repetitiveness  of  some  of  these  comments  is  retained.  This  is  done 
to  impress  upon  the  reader,  as  it  has  impressed  the  project  team, 
the  extent  that  these  observations  are  made  repeatedly  by  individ- 
uals in  all  areas  of  the  state.  There  is  among  these  statements  a 
parallelism  that  approaches  a  consensus  about  difficulties  currently 
being  experienced  in  providing  community  services  to  DD  persons  in 
Montana.  Most,  if  not  all,  of  the  concerns  in  this  list  of  com- 
ments are  reflected  perhaps  more  systematically,  but  not  more 
cogently,  in  the  analysis  which  follows. 


•  "Appropriate  services  must  be  available.  Clients  are 
getting  "stuck"  at  a  level  because  the  services  needed 
for  them  to  become  more  independent  are  not  available. 
Many  of  my  clients  could  be  more  independent  if  there 
were  more  services." 

§  "All  professionals  working  with  DD  individuals  should 
have  a  clearer  understanding  of  their  responsibilities 
and  the  responsibilities  of  others." 

•  "Field  supervision  by  someone  trained  in  working  with 
DD  individuals  and  familiar  with  agency  functioning  is 
needed.  I  would  like  feedback  about  my  job  performance 
in  this  area.  Because  of  the  limited  background  most 
social  workers  have  in  this  area,  extensive  training 

is  necessary.  ..." 

•  "The  biggest  issue  is  money.  We  need  to  ensure  that 
funding  to  DD  programs  be  continued  not  only  to  main- 
tain current  levels  of  service  but  for  expansion.  In 
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• 


our  area  we  have  over  30  people  waiting  for  day  pro- 
gramming and  over  15  waiting  for  group  homes." 

"We  need  to  provide  service  to  aged  DDs.  At  present 
no  provision  is  made  for  elderly  DDs  in  our  area. 
They  must  continue  to  attend  day  programs  in  order  to 
be  able  to  live  in  group  homes.  It  seems  a  bit  silly 
to  continue  to  train  clients  for  work  or  to  live  inde- 
pendently when  they  have  reached  retirement  age.  We 
need  day  activity  programs  specially  geared  for  elderly, 
and  group  homes  for  these  folks  which  do  not  emphasize 
training,  but  supervision  and  personal  care." 

"State  needs  to  be  more  concerned  with  planning  for  the 
future.  Montana  has  been  involved  with  this  huge  de- 
institutionalization effort  --  now  once  it's  started 
it  should  be  followed  through.  The  state  should  fight 
very  very   hard  to  ensure  that  adequate  funding  exists 
to  continue  this  effort.  There's  been  too  much  more  hind- 
sight than  foresight  recently.  The  state  should  con- 
centrate on  cleaning  up  this  "mess"  before  adding  more 
numbers  to  it.  I  highly  doubt  that  the  state  really 
knows  what's  going  on  in  community  programs." 

"Communication  needs  improvement.  When  you  have  a  client 
to  place  or  a  vacancy  to  fill,  you  should  be  able  to  send 
and  receive  information  quickly,  have  a  resource  for 
moving  the  client  and  his  belongings,  and  meet  needs 
generally." 

"You  need  flexibility  in  DD  homes.  Group  homes  cannot 
take  more  than  8  residents  and  cannot  function  financi- 
ally with  less.  Sometimes  a  home  closes  and  clients 
need  immediate  placement." 

"Paperwork  should  be  reduced.  Since  goals  are  set  in 
only  certain  areas,  team  reports  should  have  general 
areas  which  could  be  checked  such  as  grooming,  reading, 
work,  etc.  These  could  be  followed  by  a  blank  which 
could  be  filled  in  with  items  like  shaving,  combing  hair, 
read  at  3rd  grade  level,  stay  on  task,  etc.  Forms  could 
be  completed  and  given  out  at  meetings  eliminating  much 
dictation,  etc.  This  would  reduce  mailing  costs  too." 

"Speech  therapy  should  be  provided  at  the  sheltered 
workshop. " 


t  "At  this  time  I  feel  the  biggest  issue  is  that  when  a 
client  is  ready  to  leave  a  group  home  there  are  wery   few 
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semi-indepent  situations  available  to  that  client. 
There  needs  to  be  more  semi -independent  living  situ- 
ations developed." 

•  "We  need  creative  people  in  the  training  positions.  I 
feel  some  programs  set  up  a  format  and  cram  every  client 
into  it,  one  way  or  another.  They  need  to  start  looking 
at  the  individual  client  rather  than  at  their  program." 

t  "We  need  creative  people  in  the  job  placement  positions. 
Our  lowest  functioning  clients  are  really  dead-ended  in 
their  programs  as  they  are   not  advancing  in  any  way.  It 
has  been  proved  elsewhere  that  very  low-functioning 
people  can  be  trained  for  jobs,  if  the  jobs  are  just 
located. " 

t  "I  would  like  to  see  some  more  relaxing  or  recreational 
programs. " 

•  "Perhaps  a  social  service  aide  could  help  us  keep  track  of 
the  progress  the  providers  and  clients  are  making.  They 
would  have  to  go  with  us  to  the  IHP  in  order  to  know  what 
agreements  were  made.  They  could  be  responsible  to  bug 
the  providers  on  a  regular  basis!  Somehow  we  have  to  get 
help  with  this  load." 

•  "The  DDD  should  be  more  involved  in  line  work,  checking 
programs  and  offering  assistance  whenever  possible.  The 
whole  DD  system  needs  more  accountability,  not  in  paper- 
work but  in  actual  line  work  service." 

•  "Stop  deinstitutionalization  until  you  can  better  learn  to 
utilize  community  resources." 

t  "Educate  the  communities  to  what  you  are  doing  with  DD 
clients  in  group  homes  and  activities  centers  --  THEY 
WANT  TO  KNOWV1 

•  "Provide  higher  salaries  for  houseparents  so  you  can  hire 
more  qualified  individuals" 

•  "Let  DDD  handle  more  of  the  responsibilities  for  IHPs 
instead  of  Social  Services  being  involved.  It  seems 
to  me  that  if  DDD  wants  their  own  Bureau,  they  should 
have  full  responsibility  for  seeing  that  services  are 
carried  out. " 

t  "The  biggest  problem  I  see  at  present  is  the  lack  of  job 
placements  for  those  DD  individuals  who  have  progressed 
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from  day  programs  and  group  homes  to  semi -independent 
living.  The  day  programs  are  very  effective  in  my  area 
but  there  is  no  where  to  go  for  DD  individuals  after 
they  complete  their  programs." 

•  "Straighten  out  the  complicated  system  of  service  that 
involves  cross  channels  between  3  separate  Divisions  of 
SRS  and  separate  community  programs." 

•  "Staff  ..  there  is  a  lack  of  funds  to  provide  enough 
trainers  and  particularly  people  with  expertise  in  this 
area.  This  leads  to  burnout. 

•  "We  need  better  working  relationships  between  SRS  and 
DD  or  let  DD  provide  their  own  social  workers." 

•  "I  feel  there  have  been  a  lot  of  problems  because  of  the 
division  between  DD  and  social  services.  There  have  been 
political  hassles  at  the  state  level  which  have  filtered 
down  to  the  local  level.  There  have  been  times  that  I 
have  felt  the  cooperation  was  almost  discouraged.  The 
separation  of  DD  and  social  services  is  confusing  and 
cumbersome  --  everything  needs  to  be  under  the  same  roof. 
Because  of  this  split,  DD  does  not  appreciate  the  diffi- 
culties of  delivering  services,  especially  in  a  rural 
area.  They  have  expectations  of  case  managers  that  can't 
be  met.  I  would  like  to  be  all  things  to  all  people  -- 
but  that  isn't  very  realistic.  Case  managers  have  a 
great  deal  of  responsibility  and  no  power." 

•  "The  lack  of  uniformity  in  programs  across  the  state  is  a 
concern  to  me.  Lots  of  money  has  been  allocated  for  lots  of 
different  programs  and  there  aren't  any  guidelines.  The 
discrepancies  are  fairly  dramatic  sometimes  and  the  state 

DD  people  either  aren't  aware  of  this  or  don't  think  it's 
a  problem.  I  don't  mean  there  shouldn't  be  flexibility. 
But  there  should  be  some  basic  guidelines  for  programs 
statewide,  eg:  A  program  in  Missoula  might  serve  20 
clients  and  a  program  in  Great  Falls  might  serve  6 
clients  and  they  do  it  for  the  same  amount  of  money.  The 
state  needs  to  find  out  what's  happening  in  the  real  world. 
There  is  a  lot  of  money  being  spent  and  they  don't  really 
know  where  it's  going.  I'm  not  saying  it's  misused.  But 
I  do  feel  it  needs  to  be  used  more  effectively.  In  this 
region  the  DD  staff  acts  very  responsible  with  contracts 
and  are  very  cost  conscious  --  I  don't  see  a  lot  of  waste. 
I  feel  it's  different  in  other  areas,  though." 

•  "A  combination  DD  Division  and  DD  social  worker  program 
should  be  developed  in  one  region,  to  see  if  such  a  combi- 
nation could  be  plausible.  The  way  it  is  set  up  now  pro- 
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vides  a  nice  check  and  balance  system,  and  I  don't  really 
know  if  combining  forces  would  be  ideal." 

•  "Differentiate  with  a  fine  tooth  comb  the  goals  and 
objectives  of  both  DD  Division  and  DD  county  social 
workers." 

•  "In  a  small  community,  at  least,  there  are  so  many 
services  which  are  not  available.   If  individuals  are  ill 
they  must  go  out  of  town  for  almost  any  type  of  special 
treatment,  and  they  sometimes  don't  get  the  proper  care 
for  even  common  illnesses  or  accidents  and  the  local 
doctors  don't  know  how  to  handle  DD  individuals  or  just 
don't  wish  to  care  to  do  so.  Speech  therapists  are 
needed  and  apparently  there  is  no  funding  for  this. 
There  dre   few  places  in  the  community  for  anyone  to 

find  employment,  and  it  is  even  more  difficult  for  the 
DDs.  There  are  few  athletic  facilities.  Our  DDs  are 
driven  60  miles  for  a  swimming  pool." 

•  "Social  outlets  are  lacking,  and  this  is  especially  true 
for  clients  who  come  from  other  communities  and  are  not 
living  with  their  families.  Some  individuals  get  into 
trouble  or  regress  because  they  haven't  enough  to  do. 
Group  homes  or  centers  may  have  activities  planned,  but 
the  clients  need  experiences  apart  from  their  everyday 
associates.  There  are  prejudices  within  some  social 
organizations  or  perhaps  fear  or  lack  of  confidence  as 
to  how  to  go  about  assimilating  these  individuals  into 
various  social  groups.  Some  social  workers  may  not  wish 
to  take  extra  time  away  from  their  families  to  help 
prepare  the  DD  for  participation  in  a  new  activity  or 
prepare  the  member  of  the  social  group  with  plans  of 
acceptance  for  the  DD.  Perhaps  the  semi-independent 
trainers  would  be  logical  persons  to  do  such  planning, 
if  they  were  appropriately  paid,  as  they  probably  are 
scheduled  to  work  added  hours  anyway.  Advocates  also 
could  be  helpful,  but  in  our  community  advocates  are 
almost  non  existent." 


2.3.1.  Children's  Services 

Community  services  to  DD  children  need  to  respond  to  three  critical 
stages  in  the  life  of  the  child.  These  are  the  pre-school ,  school- 
age,  and  transition  from  school  age  to  adulthood.  This  project  did 
not  assess  services  to  pre-school  children,  although  this  is  one 
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of  the  areas  of  specialized  services  supported  by  the  Developmental 
Disabilities  Division.  Services  to  school-age  children  are  examined 
only  to  the  extent  that  their  absence  prevents  children  from  partici- 
pating in  special  education  programs  in  their  own  communities.  Pri- 
mary emphasis  is  placed  on  the  ability  of  the  DD  system  to  support 
the  transition  of  school  age  children  from  special  education  pro- 
grams to  adult  services  in  the  community. 

Services  to  School  -  Age  Children 

Under  Montana  law,  primary  responsibility  for  providing  services  to 
this  group  is  the  public  school  system.  Local  school  districts 
have  flexibility  in  determining  how  best  to  provide  a  program 
of  education  to  handicapped  children.  A  number  of  different 
options  may  be  considered,  according  to  the  requirements  of  the 
Individualized  Education  Plan  (IEP)  which  is  prepared  for  each  child 
being  considered  for  special  education. 

One  of  the  options  often  used  by  school  districts  is  referred  to 
as  an  "out  of  district"  placement.  This  is  an  action  relative  to 
the  provision  of  special  education  services  to  handicapped  children 
whose  needs  cannot  be  met  by  the  child's  own  school  district. 
Frequently,  it  is  necessary  for  the  local  school  district  to 
arrange  for  the  special  education  of  a  particular  child  in  another 
school  district,  or  even  out  of  state.  Under  these  circumstances 
there  is  a  high  likelihood  that  the  particular  child  will  not  be 
able  to  remain  in  his  or  her  own  community. 

The  significance  of  the  "out  of  district"  placement  for  the  purposes 
of  this  analysis  is  that  it  can  be  an  indication  of  the  inability 
of  the  community  to  support  the  particular  needs  of  handicapped 
children.  Out  of  district  placements  may,  of  course,  be  made  due 
to  the  lack  of  special  education  capacity  in  the  community. 
But  it  may  also  indicate  the  unavailability  of  certain  other 
services  considered  essential  if  the  child  is  to  participate 
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successfully  in  special  education.  By  analysing  the  reasons 
for  out  of  district  placements,  therefore,  it  is  possible  to 
gain  some  perspectives  on  non-educational ly  related  services 
which  may  not  be  available  to  children  with  developmental 
disabilities. 

In  order  to  gain  some  insights  into  this  matter,  the  project 
requested  special  education  directors  in  the  state  to  characterize 
their  current  out-of-district  placements.  Responses  provided  the 
following  information. 

Out  of  district  placements  reported  are  distributed  among  six 
major  disability  groups.  The  percentages  of  total  out  of  district 
placements  reported  for  each  group  are: 

Deaf  26% 


Emotionally 
Disturbed 

23% 

MR 

20% 

Deaf/Blind 

12% 

Orthopedically 
Impaired 

11% 

Visually  Impaired 

7% 

Among  the  reasons  for  out  of  district  placements  for  each  of  these 
groups,  the  following  are  mentioned: 


Deaf  This  is  a  low-incidence  population. 

The  existence  of  the  state  school  for 
the  deaf  and  blind  provides  school 
districts  little  incentive  to  develop 
this  service  for  such  a  small  number 
of  children. 

MR  In  general,  these  are  severe  and 

profound.  The  most  common  reason 
for  out-of-district  placement  is  the 
need  for  residential  components. 
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Emotionally 
Disturbed 

Deaf/Blind 


Orthopedically 
Impaired 


Visually 
Impaired 


The  most  frequent  reason  given  is 
the  need  for  residential  care. 

The  most  common  reason  given  is  the 
inability  of  local  school  districts 
to  meet  the  educational  needs  of  these 
children. 

Severity  is  a  factor.  Many  local 
districts  are  not  equipped  to  pro- 
vide services  to  the  severely  im- 
paired. 

Again,  many  local  school  districts 
are  reported  not  to  be  geared  up  to 
meet  the  educational  needs  of  these 
children. 


In  response  to  a  request  to  identify  service  gaps  which  create 
the  most  difficulties  in  serving  handicapped  students,  the 
following  were  named: 


Specialized 
Resources 


Vocational 
Education 


The  greatest  need  is  for  funds  to 
support  specialized  psychologists 
and  speech,  occupational  and  physical 
therapy  clinicians.  Recruitment 
difficulties  are  reported  also  in 
some  areas  of  the  state. 

Severe  limitations  are  reported  on 
vocational  education  capabilities  to 
train  handicapped  clients.  Also 
mentioned  are  difficulties  in  placing 
students  in  vocational  training  oppor- 
tunities. 


Responding  to  a  question  about  students  considered  the  most  difficult 
to  serve,  special  education  directors  responded: 


Low-Incidence 
Populations 


Emotionally 
Disturbed 


The  small  numbers  of  children  who 
may  require  a  particular  service 
results  in  difficulty  in  justifying 
the  expenditure  for  the  service. 

This  is  the  most  frequently  mentioned 
of  the  difficult-to-serve  groups. 
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Severely  Multi-   This  group,  too,  was  mentioned  fre- 
Handicapped      quently. 


Finally,  in  response  to  a  question  about  groups  considered  least 
likely  to  be  served  anywhere  in  Montana,  special  education  direc- 
tors were  nearly  unanimous  in  their  identification  of  the 
emotionally  disturbed  child.  The  severely  multi-handicapped  group 
was  also  frequently  mentioned,  by  virtue  of  its  need  for  a  full- 
range  of  special  education  services  rarely  available  in  a  school 
district. 

In  reviewing  these  responses  it  is  interesting  to  note  the  strong 
similarity  between  the  difficulties  being  experienced  by  local 
school  districts  and  those  experienced  by  adult  services  in  the 
community.   In  both  instances,  capacities  to  serve  the  emotionally 
disturbed  and  severely  (multiple)  handicapped  persons  are  perceived 
to  be  quite  low.  And  in  both  instances,  there  is  a  concern 
about  accessing  appropriate  work-related  experiences  for  DD  persons 
who  are  functioning  at  a  high  enough  level  to  benefit  from  these 
experiences.  It  may  be  assumed,  therefore,  that  as  these  students 
graduate  from  public  education  and  enter  adult  services,  there  is 
a  high  likelihood  that  they  will  exacerbate  existing  problems  by 
virtue  of  enlarging  the  number  of  adult  clients  with  these  special 
needs. 

Of  more  direct  relevance  to  the  community's  capacity  to  serve  DD 
children,  however,  is  the  fact  that  two  of  the  groups  with  the 
highest  reported  incidence  of  out  of  district  placements  are  also 
highly  likely  to  be  DD.  For  these  groups  -  the  mentally  retarded 
and  emotionally  disturbed  -  a  major  consideration  in  placing  these 


3 
See  item  2.3.3.,  below,  for  discussion  of  problems  experienced 

in  providing  community  services  to  adults. 
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children  out  of  district  is  the  need  for  residential  services. 
This  highlights  a  problem  the  state  is  fully  aware  of,  that  is 
the  need  for  additional  specialized  residential  settings  for  DD 
children  who  cannot  be  maintained  in  their  natural  homes.  For 
some  children,  a  foster  home  arrangement  might  be  needed.  For 
others,  however,  a  specialized  twenty-four  hour  residential 
setting,  similar  to  the  current  community  home  model  for  DD 
children,  is  required. 

4 
Transition  From  Special  Education  To  Adult  Services 

One  of  the  most  crucial  transition  points  for  a  developmentally 
disabled  person  comes  at  the  point  of  movement  out  of  special 
education.  For  many  disabled  persons  this  movement  or  graduation 
simply  means  moving  into  the  next  step  of  education  or  directly 
into  employment.  For  most  individuals  with  developmental  dis- 
abilities, however,  the  transition  out  of  special  education  re- 
quires that  there  actually  be  a  transition  out  of  one  program  into 
another.  Many  developmentally  disabled  persons  will  not  be  able 
to  move  directly  into  a  job  or  into  their  own  apartment,  although 
the  time  will  be  nearing  when  they  will  need  to  leave  their  parents' 
home. 

The  major  adult  services  that  individuals  with  developmental  dis- 
abilities will  require  are  some  type  of  specialized  vocational 
training  or  supported  work  environment  and  some  type  of  specialized 
or  supported  living  arrangement.  A  third  major  element  is  case 
management.  There  are  other  important  needs  for  ancillary  services 
including  social  opportunities,  therapies,  etc.  The  major  components, 
as  for  all  persons  with  developmental  disabilities,  are  day 


4 
The  project  team  was  not  sure  whether  to  include  this  issue  here  under 

children's  services  or  later  under  service  coordination  issues.  A 

decision  was  made  to  include  it  here  in  more  detail.  However,  since  it 

is  a  service  coordination  issue,  it  is  dealt  with  under  that  heading 

too,  but  in  less  detail. 
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and  residential  services,  with  case  management  as  a  potentially  key 
element  in  coordinating  all  services.   In  general,  this  means  that 
the  DD  Division  and/for  the  Rehabilitative  Services  Division  and  the 
Social  Services  Bureau  will  need  to  be  called  upon  to  provide  ser- 
vices. In  general,  the  agencies  providing  adult  services  will  not 
have  been  involved  directly  in  serving  DD  persons  while  they  are  still 
in  school.  Thus,  in  order  to  assure  that  there  will  be  a  reason- 
ably orderly  transition  without  any  unnecessary  breaks  in  the 
services  needed  by  a  DD  person  graduating  from  school,  there  would 
need  to  be  some  planning  for  the  transition  while  the  child  is 
still  in  school.  If  there  is  inadequate  planning  on  the  part  of 
all  parties,  then  it  is  likely  that  upon  graduation  the  DD  person 
will  find  that  there  is  no  program  available  for  him  or  her.  In- 
deed, there  is  good  evidence  in  Montana  that  upon  graduation  many 
individuals  find  themselves  on  waiting  lists  for  services  rather 
than  being  able  to  move  directly  into  a  needed  program.  As  a 
result,  parents  of  DD  children  are  with  increasing  frequency  plac- 
ing their  children  on  waiting  lists  prior  to  their  graduation  from 
school.  This  anticipatory  action  by  parents,  however,  is  clearly 
not  a  solution  to  the  problem,  but  rather  is  a  response  to  it: 
existing  day  and  residential  services  are  often  too  crowded  and 
with  priorities  having  been  on  placing  individuals  from  the  insti- 
tution rather  than  from  the  community,  it  has  often  been  difficult 
if  not  impossible  for  individuals  (particularly  from  some  communi- 
ties) to  move  directly  from  school  into  adult  services. 

A  major  element  of  this  transition  process  that  needs  to  exist  is 

5 
planning  and  coordination,  involving  the  special  education  program. 

The  project  asked  special  education  directors  to  describe  the  transi- 
tion that  now  takes  place  for  graduating  special  education  students. 


5 
See  also  the  discussion  on  Services  Coordination,  Item  2.3.5,  below. 


84 


Local  special  education  programs  have  the  option  of  serving  indivi- 
duals ages  19  to  21,  and  have  the  option  of  working  cooperatively 
with  agencies  that  provide  adult  services.  Questions  were  asked 
of  special  education  directors  regarding  their  services  to  this 
transition  group  of  19  to  21  year  olds  and  about  their  relation- 
ships with  agencies  that  might  provide  services  to  their  students 
after  they  graduate. 

About  one  third  of  the  districts  responding  do  not  now  provide 
services  to  19  to  21  year  olds,  mainly  because  of  funding  limita- 
tions. This  might  be  a  trend  in  the  future  if  funding  constraints 
on  local  districts  increase  as  a  result  of  cuts  in  federal  and/or 
state  aid.  This  could  increase  the  burden  on  VR  and  other  adult 
services. 

Most  of  the  districts  that  serve  a  high  school  population  (over  age 
14)  reported  providing  some  type  of  transition  preparation,  virtu- 
ally all  in  the  area  of  career  or  vocational  preparation,  and  little 
is  mentioned  in  the  area  of  independent  living  or  community  skills. 
Typical  types  of  preparation  included  on-the-job  placements  in  the 
community,  in-school  vocational  training,  and  work  readiness  courses. 
A  number  mentioned  that  that  they  have  a  cooperative  arrangement  with 
vocational  rehabilitation,  and  others  indicated  that  they  work 
together  on  referrals  upon  graduation. 

In  terms  of  interagency  cooperation  around  the  issue  of  transition 
planning,  districts  varied  widely  in  the  type  and  extent  of  their 
working  relationships.  About  two-thirds  of  the  responding  districts 
indicated  that  they  currently  do  not  work  a  lot  with  any  other 
agencies  in  planning  transition  services  for  their  graduates.  How- 
ever, the  three  agencies  identified  as  being  most  important 
for  graduating  students  were  also  those  with  which  the  special  educa- 
tion directors  did,  on  the  average,  work  the  most:  the  DD  Division 
and  its  providers,  vocational  rehabilitation  and  social  workers. 
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Almost  all  of  the  school  districts  that  serve  students  over 
age  14  reported  that  they  work  with  vocational  rehabilita- 
tion, social  workers,  DD  providers,  or  the  DD  Division.  Thus, 
even  where  the  relationships  might  need  to  be  improved  or  enhanced, 
most  districts  already  have  some  type  of  working  relationship  with 
the  key  elements  of  adult  community  services. 

In  contrast  to  these  working  relationships,  school  districts  general- 
ly reported  that  they  did  not  work  much  with  other  agencies  listed 
with  respect  to  transition  planning.  Some  of  the  agencies  with 
which  special  education  districts  report  not  working  much  include 
vocational  education,  the  various  state  institutions,  and  out-of- 
state  programs. 

The  biggest  issue  that  schools  cited  in  terms  of  an  orderly  transi- 
tion into  adult  services  was  the  lack  of  adequate  resources  in  those 
adult  services.  The  major  lack  was  seen  to  be  in  the  area  of  job 
preparation  and  job  opportunities.  Difficulties  exist  in  developing 
these  opportunities,  particularly  in  terms  of  jobs  for  handicapped 
persons,  because  of  lack  of  community  awareness  of  the  problem,  or 
lack  of  ability  of  the  community  to  respond  to  the  need  adequately. 
Because  of  the  lack  of  opportunities  directly  in  the  communities  in 
which  graduating  students  live,  transportation  becomes  an  issue  in 
reaching  the  services  that  do  exist  in  other  communities. 

Based  on  these  results,  it  is  reasonable  to  conclude  that  DD  persons 
graduating  from  special  education  services  in  Montana  are  unlikely 
to  make  a  direct  transition  into  adult  community  services.  The  pri- 
mary factors  are  the  absence  of  effective  transitional  planning  en- 
suring that  services  opportunities  are  available  and  that  students 
are  adequately  provided  the  skills  to  make  a  smooth  transition  to 
these  services.  Even  with  such  planning,  however,  the  potential  for 
existing  resources  to  support  the  entry  of  these  persons  into  adult 
services  is  quite  low.  As  the  result,  special  education  graduates 
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are  faced  with  waiting  lists  for  adult  services.  During  their 
wait  there  is  the  probability  that  they  will  have  lost  many  of  the 
skills  developed  in  special  education. 

2.3.3  Adult  Services 

This  analysis  of  community  services  to  adult  DD  clients  identifies 
difficulties  with  respect  to  three  groups.  These  are  difficult-to- 
serve  clients,  more  highly  functioning  clients  who  may  be  expected 
to  make  a  transition  to  a  less  restrictive  setting  in  the  immediate 
future,  and  elderly  clients.  Since  the  problems  faced  by  difficult- 
to-serve  clients  and  "ready-to-move"  clients  are  somewhat  different 
in  day  and  residential  settings,  the  problems  in  each  setting  are 
presented.  Elderly  persons  have  altogether  different  types  of 
problems  and  are  dealt  with  in  separate  discussions. 

Adult  Residential  Services 

Provider  concerns  about  the  capability  of  this  service  to  address 
the  residential  needs  of  clients  in  the  most  appropriate  fashion 
fall  into  two  groups  -  those  concerned  with  the  availability  of 
service  and  those  concerned  with  how  services  are  financed.  This 
discussion  focuses  on  issues  pertaining  to  the  availability  of 
needed  residential  service  components.  Financing  issues  are  dis- 
cussed under  item  2.3.6,  below. 

Two  issues  need  to  be  addressed  with  respect  to  the  structure  of 
adult  services.  The  current  adult  community  home  model  makes  it 
difficult  for  providers  to  render  the  level  of  intensive  training 
needed  by  certain  difficult-to-serve  clients.  For  more  highly  func- 
tioning clients,  there  does  not  seem  to  be  an  adequate  "exit  path- 
way" to  move  to  more  independent  residential  settings.  These  issues 
point  to  an  over-reliance  on  the  current  community  home  model  to 
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meet  the  needs  of  certain  groups  of  adults.  For  some,  a  more  in- 
tensive setting  is  needed;  for  others,  a  less  intensive  setting 
is  needed.  The  competing  needs  of  these  clients  create  intense 
pressure  within  the  residential  program,  at  times  jeopardizing  its 
effectiveness.  More  specifically: 

•    Residential  Service  Gaps  for  Difficult-to-Serve  Clients. 
The  community- home  program  is  structured  to  serve  moderately  func- 
tioning clients  who  require  supervision  and  training  on  a  full-time 
basis,  but  who  are  also  capable  of  performing  most  basic  self-care 
tasks  and  of  occupying  themselves  without  inflicting  harm  on  them- 
selves or  others  or  damaging  property.  With  this  clientele,  the 
staff-to-client  ratio  is  adequate  to  perform  the  level  of  indi- 
vidualized training  required.  However,  the  introduction  of  clients 
who  require  considerably  more  supervision  and  intensive  training 
creates  problems.  Existing  staff  resources  are  strained,  services 
to  less  difficult-to-serve  clients  are  jeopardized,  and  a  crisis 
intervention  atmosphere  takes  over,  diminishing  the  capacity  of  the 
community  home  program  to  accomplish  its  intended  purpose. 

These  problems  are  not  traced,  necessarily,  to  community  home  manage- 
ment, but  more  to  rigidity  in  the  design  of  the  community  home 
concept.  The  established  model  of  eight  adult  clients  and  two  full- 
time  staff  is  not  designed  for  a  client  who  requires  continuous 
surveillance  and  occasional  physical  restraint,  and/or  intensive 
individualized  training  for  extended  periods  of  time.  Currently, 
however,  these  clients  must  be  placed  in  this  environment  in  order 
to  be  served  in  the  community. 

In  some  communities,  certain  difficult-to-serve  clients  are  placed 
satisfactorily  in  nursing  home  care.  Some  development  has  taken 
place  and  is  under  way  for  the  use  of  Title  XIX  (Medicaid)  funds  to 
support  small  community-based  intermediate  care  facilities  for  the 
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mentally  retarded  (ICF/MR).  These  steps  will  be  critical  in  order 
to  support  the  future  deinstitutionalization  of  Boulder  River  School 
and  Hospital,  whose  clientele  generally  require  a  range  of  services 
more  comprehensive  and  intensive  than  currently  exists  in  the 
community.  However,  these  steps  should  not  be  taken  in  lieu  of 
considerations  for  increasing  the  flexibility  of  the  community  home 
model.  For  many  clients  requiring  intensive  services,  the  community 
home  could  be  an  entirely  appropriate  setting,  were  the  supports 
adequate  to  provide  the  level  of  service  needed. 

t    Residential  Service  Gaps  for  High  Functioning  Clients. 
The  transition  from  the  community  home  to  a  more  independent  living 
setting  is  reported  throughout  the  state  to  be  difficult  for  certain 
clients.  Providers  of  adult  residential  services  and  other  system 
participants  seem  to  agree  that  the  abruptness  of  the  transition 
between  the  community  home  and  semi-independent  living  in  the  com- 
munity is  a  significant  barrier  to  client  movement  from  the  community 
home  program.  Currently,  the  client  must  move  from  a  highly  super- 
vised group  living  situation  to  a  situation  with  considerably  less 
supervision,  with  the  potential  for  isolation  from  friends  in  the 
community  home,  and  with  only  periodic  visits  by  a  trainer. 

As  currently  structured,  the  semi-independent  living  program  involves 
the  client  living  alone  or  perhaps  with  another  in  an  apartment- 
type  setting.  While  varying  degrees  of  supervision  can  be  arranged, 
depending  on  the  client's  individual  needs,  two  major  facts  remain. 
The  client  is  required  to  make  an  adjustment  from  a  setting  in  which 
there  is  constant  supervision  to  one  where  it  is  periodic  at  best. 


See  issue  below  on  Financing  for  a  description  of  current  provider 
reimbursement  policies  that  contribute  to  a  lack  of  flexibility. 
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Further,  the  client  must  make  an  adjustment  from  an  environment 
where  he  is  constantly  surrounded  by  peers  and  supervisors  to  one 
where  few  people  are  around.  For  some  clients,  the  ability  to 
function  in  this  type  of  setting  is  precluded  by  their  need  for  more 
constant  supervision,  even  though  they  may  not  require  as  much  as 
is  provided  in  the  community  home.  For  many  others,  however,  who 
could  function  independently  in  this  setting,  there  appears  to  be 
a  fear  of  making  so  abrupt  a  transition. 

Although  the  semi-independent  living  and  training  program  as 
currently  structured  is  appropriate  for  a  particular  group  of 
clients,  there  is  another  group  of  clients  for  whom  a  "middle  step" 
is  needed  in  order  to  take  the  first  step  out  of  the  group  home. 
This  step  would  combine  the  need  of  clients  to  stay  in  close  prox- 
imity to  one  another  and  their  need  for  supervision  in  an  otherwise 
independent  living  environment,  such  as  an  apartment  or  a  duplex. 

The  project  team  notes  that  some  providers  of  residential  services 
have  initiated  such  a  "middle  step."  In  one  community,  a  provider 
has  plans  to  convert  a  community  home  into  apartments.  In  another 
community,  success  has  been  achieved  in  obtaining  a  block  of  apart- 
ments from  a  local  public  housing  authority.  Others  have  plans  to 
utilize  programs  under  the  U.S.  Department  of  Housing  and  Urban 
Development  to  construct  apartment- type  facilities  to  meet  the 
residential  needs  of  certain  clients.  Considering  the  potential 
for  a  large  number  of  clients  to  move  through  residential  services, 
however,  these  efforts  will  provide  only  minimal  relief.  A  long- 
range  strategy  for  developing  the  resources  at  this  less  restrictive 
dimension  of  the  residential  continuum  is  needed. 
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Adult  Vocational  Services 

Providers  of  adult  vocational  services  also  lack  flexibility  to 
provide  more  intense  services  to  certain  clients  and  experience  dif- 
ficulty in  obtaining  the  movement  of  higher  functioning  clients  to 
less  restrictive  work  settings.  As  with  the  adult  residential  con- 
tinuum, there  appears  to  be  a  concentration  of  resources  to  support 
services  to  a  more  moderately  functioning  client  group. 

t    Vocational  Services  Gaps  for  Difficult-to-Serve  Clients. 
There  is  an  over-reliance  on  the  work  activity  center  model  as  the 
least  competitive  and  most  restrictive  opportunity  for  adult  day- 
time activity.  It  does  not  serve  well  certain  clients  who  are 
severely  handicapped  and/or  who  manifest  severe  behavior  management 
problems  and  who  require  a  more  intensive  setting  characterized  by 
a  higher  staff-to-client  ratio  and  prevocational  training  goals. 
The  problems  which  these  clients  contribute  to  the  on-going  program 
of  the  work  activity  center  are  not  as  severe  as  the  problems  those 
same  clients  present  to  the  community  home  program.  This  may  be  due 
in  part  to  the  presence  of  more  experienced  staff,  generally,  in 
the  work  activity  center.   Nevertheless,  upon  observing  these 
clients  in  selected  work  activity  settings,  it  is  clear  they  often 
do  not  receive  the  level  of  intensive  training  they  require.  Some 
are  observed  unoccupied  for  longer  periods  of  time  than  they  should 
be  in  order  to  obtain  maximum  benefit  from  day  training  activities, 
and  when  they  do  receive  individualized  attention,  less  difficult-to- 
serve  clients  are  without  the  supervision  they  need.  As  with  the 
residential  program,  these  problems  are  less  indicative  of  program 
management  deficiencies  than  they  are  of  the  need  for  increased 


See  Item  2.3.6,  below,  for  an  illustration  of  how  financing  may 
contribute  to  a  greater  level  of  staff  capability  in  the  work 
activity  center. 
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flexibility  of  program  standards  and  resources  to  provide  appro- 
priate services  to  certain  groups  of  clients.  These  are  clients 
who  actually  need  more  intensity  than  what  the  program  is  designed 
to  offer,  and,  perhaps,  less  work  orientation  than  the  program  is 
required  to  provide. 

Notable  exceptions  to  this  overall  picture  reinforce  the  need  for 
more  flexible  training  standards  and  funding  to  support  alternative 
programming  to  certain  types  of  low-functioning  clients.  These 
examples  exist  at  the  initiative  of  individual  providers.  One  pro- 
vider visited  by  the  project  team  has  evolved  its  program  to  the 
point  of  specializing  its  service  capability  on  the  lower  function- 
ing, more  difficult-to-serve  client.  In  effect,  this  program 
gives  to  the  community  services  system  a  needed  capability  for 
intensive  day  programming.  This  is  made  possible  by  an  unusually 
high  staff-to-client  ratio  and  a  well-trained  staff.  Another 
program  visited  is  adapting  to  the  needs  of  more  severely  handi- 
capped and  problem  behavior  clients  by  emphasizing  pre-vocational 
work  activity.  This  requires  the  reassignment  of  staff  resources 
to  support  this  group  which  in  turn  diminishes  the  staff-to-client 
ratio  for  other  clients,  but  represents  an  effective  coping  mech- 
anism for  the  program. 

•    Vocational  Service  Gaps  for  Higher  Functioning  Clients. 
Three  gaps  in  vocational  services  present  obstacles  to  movement  of 
higher  functioning  clients  through  existing  work  activity  center 
programs.  They  are: 

-  The  need  for  long-term  sheltered  work  opportunities, 

-  The  need  for  specialized  work  training  leading  to 
competitive  employment,  and 

-  The  need  for  job  development,  placement,  and  follow- 
up  services. 
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Long-Term  Sheltered  Work.  The  sheltered  workshop  concept 
currently  employed  in  Montana  is  intended  to  provide  a  transition 
step  from  the  work  activity  center  to  competitive  employment.  It 
is  an  effective  and  absolutely  critical  component  of  the  vocation- 
al continuum  for  clients  who  have  the  potential  for  competitive 
work. 

There  is,  however,  a  large  number  of  DD  clients  currently  served 
by  existing  vocational  services  and  on  waiting  lists  for  services 
for  whom  competitive  employment  is  reported  not  to  be  an  appropri- 
ate client  goal  for  the  foreseeable  future.  These  are  clients  who 
have  a  production  capability  that  exceeds  the  standards  which  gov- 
ern the  work  activity  center,  but  for  whom  sheltered  work  may  be  the 
most  competitive  placement  of  which  they  are  capable.  Of  this 
group,  some  are  currently  served  in  the  sheltered  workshop  and 
are  unlikely  to  move  through  this  service.  Many  others  remain  in 
the  work  activity  setting,  "blocked"  from  transition  to  sheltered 
workshops  by  virtue  of  the  limited  placement  capacity  of  the  work- 
shops. Many  more  are  on  waiting  lists  for  vocational  services. 

Reliance  on  the  existing  sheltered  workshop  program  to  serve  these 
clients  is  problematic  for  two  reasons.  First,  use  of  this  service 
by  clients  for  whom  transition  to  competitive  employment  is  unlike- 
ly diminishes  the  capacity  of  the  workshops  to  serve  clients  with 
competitive  employment  potential.  Moreover,  the  production  stan- 
dards and  training  goals  to  which  clients  are  subject  in  the  shel- 
tered workshop  are  not  always  appropriate  for  the  clients  discussed 
here. 

The  service  gap  is  most  appropriately  defined  as  long-term  sheltered 
work  with  emphasis  on  maintenance  of  maximum  productivity,  consis- 
tent quality  and  work  habits,  but  without  productivity  goals  which 
anticipate  transition  to  more  competitive  employment.  This  type  of 
development  in  the  adult  residential  continuum  would  necessitate 
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an  additional  funding  stream  to  support  certain  types  of  socio- 
vocational  training  and  the  development  of  industries  appropriate 
for  the  on-going  employment  of  handicapped  persons. 

Specialized  Work  Training.  The  Vocational  Rehabilita- 
tive Services  Division  of  SRS  is  the  agency  of  state  government  with 
responsibility  to  provide  specialized  work  training  to  DD  persons 
who  meet  established  VR  eligibility  criteria.  As  previously  men- 
tioned, the  CARF-approved  sheltered  workshops  are  one  of  the  re- 
sources available  to  VR  from  which  to  purchase  work  training  services. 

In  recent  years,  the  Division's  capability  to  support  specialized 
work  training  has  diminished  as  a  result  of  a  reduction  in  federal 
funds  to  the  State  of  Montana  and  the  simultaneous  reduction  of 
purchasing  power  of  existing  dollars  caused  by  inflation.  There  is 
no  relief  in  sight  for  this  situation.  As  a  result,  the  availability 
of  specialized  work  training  opportunities  is  critically  low.  This 
step  in  the  DD  client  pathway  to  competitive  employment  is  thus 
unavailable  to  DD  clients  who  could  benefit  from  it. 

Job  Development,  Placement,  and  Fol low-Up.  The  Rehabili- 
tative Services  Division  has  the  responsiblity  for  providing  these 
services  to  DD  clients  who  meet  VR  eligibility  requirements.  There 
are  problems  reported  to  the  project  team  concerning  the  Division's 
priority  to  serve  DD  clients  who  have  been  determined  eligible. 
Many  of  these  problems  are  reported  to  have  been  resolved. 

For  DD  clients  who  cannot  gain  access  to  the  active  caseload  of  VR, 
however,  there  is  no  person  or  agency  with  responsibility  to  pro- 
vide these  functions.  The  task  is  sometimes  assumed  by  social 
services  workers,  DDD  regional  staff,  families,  providers  of  adult 
DD  services,  and  others.  All  report  that  this  task  is  only  mini- 
mally attended  to  because  of  other  on-going  responsibilities. 
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The  project  team  believes  that  this  lack  of  defined  responsibility 
is  not  a  systems  design  oversight,  but  a  further  indication  of 
the  need  for  long-term  sheltered  employment  opportunities  discussed 
above.  In  theory,  the  design  for  services  assumes  that  the  Rehabil- 
itative Services  Division  will  provide  job  development,  training, 
placement,  and  follow-up  services  to  DD  clients  capable  of  competi- 
tive employment.  It  is  assumed  also  that  other  DD  clients  are  not 
appropriate  candidates  for  competitive  employment.  In  lieu  of 
alternative  placement  settings  for  clients  who  are  rejected  by  VR, 
non-VR  service  providers  and  others  assume  responsibility  for  client 
placement  in  competitive  employment.  The  difficulties  reported  in 
performing  this  responsibility  are  rooted  in  the  fact  that  there 
is  not  a  mandate  outside  of  that  provided  to  VR  to  assume  this 
responsibility  and  thus  there  is  no  funding  stream  to  support  the 
activities.  Moreover,  clients  for  whom  this  responsibility  is 
assumed  are  indeed  the  most  difficult  to  place  in  competitive  em- 
ployment. Successes  being  the  exception,  there  is  among  those 
clients  a  high  likelihood  of  failure  in  maintaining  a  successful 
competitive  employment  situation.  This  is  probably  the  same  group 
of  clients  for  whom  the  needs  for  long-term  sheltered  work  was 
previously  discussed. 

Services  to  Elderly  DD  Persons 

The  issues  discussed  above  address  gaps  in  services  both  to 
difficult-to-serve  and  to  higher  functioning  adult  clients  in  both 
day  and  residential  settings.  A  third  group  of  adult  clients  for 
whom  there  exist  gaps  in  services  are  DD  clients  age  55+.  The 
problems  faced  by  these  clients  are  considerably  different  from 
those  faced  by  non-elderly  clients. 

In  the  vocational  services  area,  the  most  common  problem  is  that 
the  service  goal  of  employment  is  considered  increasingly  inappro- 
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priate  as  persons  grow  older.  For  some,  this  poses  no  real  problem 
as  they  are  happy  to  be  involved  in  whatever  is  available  to  them. 
For  others,  however,  there  is  reported  some  resentment  of  the  work 
requirement.  Regardless  of  the  degree  of  acceptance  of  the  work 
requirement  by  elderly  people,  there  are  frequent  reports  of 
elderly  persons  who  find  it  difficult  to  maintain  the  level  of  work 
required.  For  some,  for  example,  the  six  hour  work  day  with  no 
opportunity  for  rest  is  a  problem.  In  general,  it  is  unclear  what 
elderly  people  are  being  trained  to  do.  There  is  little  likelihood 
of  their  making  a  transition  to  a  sheltered  workshop  due  to  their 
age,  and  the  likelihood  of  their  finding  employment  in  the  community 
is  even  less.  As  a  result,  they  are  unable  to  move  to  a  less 
restrictive  and  more  competitive  setting.  This,  then,  raises  a 
second  problem.  Due  to  the  low  likelihood  of  movement  through 
services  by  elderly  persons,  there  is  a  tendency  for  them  to  block 
the  client  pathway  for  other,  non-elderly  clients  who  may,  upon 
entering  these  services,  obtain  the  skills  needed  to  move  on  to  a 
less  restrictive  setting.  This  is  particularly  critical  in  view  of 
the  number  of  clients  on  waiting  lists  for  services  in  many  areas 
of  the  state. 

In  the  area  of  residential  services,  the  problems  reported  by  pro- 
viders are  similar.  However,  issues  concerning  the  physical 
problems  of  elderly  persons  surface  more  frequently.  Those  relate 
both  to  architectural  characteristics  of  many  community  homes  which 
make  living  in  the  homes  difficult  for  some  elderly  people.  Also, 
the  deteriorating  physical  condition  of  some  elderly  people  requires 
more  staff  assistance  and  supervision  than  may  be  available. 

In  responding  to  questions  about  the  types  of  programming  that 
should  be  made  available  to  elderly  persons,  providers  of  both  day 
and  residential  services  identify  the  need  for  age-appropriate 


96 


settings  in  both  areas.  There  is  no  clear  consensus  among  providers 
about  whether  elderly  persons  should  be  served  in  the  same  settings 
with  alternative  programming,  or  whether  they  should  be  served  in 
entirely  separate  settings  specifically  designed  for  elderly 
persons.  Most  felt  that  this  depended  on  the  particular  elderly 
person  involved. 

Providers  are,  however,  in  agreement  that  age-appropriate  program- 
ming is  needed  which  stresses  activity  rather  than  work,  uses  of 
leisure  time,  rest  and  socialization  activities.  There  is  general 
agreement  also  among  providers  interviewed  that  programs  for  this 
group  should  be  less  structured  with  respect  to  formalized  training 
and  as  a  result  should  be  less  costly  than  are  the  services  pro- 

o 

vided  to  non-elderly  DD  persons. 

Current  training  standards  which  community  services  programs  are 
required  to  meet  make  it  difficult  to  provide  alternative  program- 
ming for  elderly  persons.  It  is  required  that  all  persons  served 
receive  the  same  type  of  training  for  the  same  amount  of  time  per 
day.  One  provider  of  adult  vocational  services  stated  that  while 
it  would  be  desirable  to  set  up  a  different  type  of  day  program 
for  elderly  persons,  there  is  not  available  to  the  program  the 
types  of  funding  that  would  permit  such  an  action.  As  a  result, 
elderly  DD  persons  are  generally  "force  fit"  into  services  that  are, 
in  many  respects,  inappropriate,  because  of  the  age  of  the  client. 


Q 

This,  of  course,  assumes  that  the  elderly  person  does  not  require 
nursing  home  care.  That  is  an  entirely  different  situation. 
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2.3.3  Specialized  Community  Services 

Services  supported  by  the  DDD  are  designed  to  train  DD  persons  in 
basic  skills  needed  for  daily  living  at  home  and  in  the  community 
and  for  performing  work.  Frequently,  however,  the  extent  of  a 
person's  handicapping  condition  impedes  his  or  her  ability  to 
benefit  from  the  training  provided.  Speech  problems,  hearing 
problems,  and  behavior  problems  are  examples  of  handicapping  condi- 
tions that  can  be  major  barriers  to  client  progress.  In  these 
instances,  it  is  necessary  for  the  client  to  receive  specialized 
services  that  enable  him  or  her  to  cope  successfully  with,  if  not 
overcome,  the  conditions  that  may  impede  the  client's  training 
process.  Because  these  services  are  specialized,  they  are  not 
offered  by  the  DDD  service  provider.  As  needed,  they  must  be  pur- 
chased from  or  arranged  with  public  and  private  providers  who 
operate  outside  the  DD  services  system. 

Currently,  in  Montana,  certain  types  of  specialized  services  re- 
quired by  DD  clients  are  reported  to  be  not  available.  There  may 
not  be  a  specialized  service  provider  in  the  community  or  within  a 
reasonable  driving  distance.  Even  when  they  are  available  in  the 
community,  the  services  of  specialists  are  sometimes  difficult  to 
access.  Common  difficulties  include  the  lack  of  a  means  to  purchase 
these  services  and  insensitivity  of  some  specialists  to  the  par- 
ticular needs  and  characteristics  of  persons  with  developmental  dis- 
abilities. In  some  instances,  there  is  resistance  by  private  and 
some  publicly  supported  specialists  to  serve  DD  persons. 

Many  of  these  issues  have  their  origins  in  the  deinstitutionalization 
process.  In  an  institutional  setting,  speech  therapists,  occupa- 
tional therapists,  physical  therapists,  and  medical  and  psychiatric 
personnel  are  concentrated.  Most  specialized  services  required  by  a 
particular  client  can  be  obtained  from  this  single  source. 
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As  clients  are  returned  to  the  community,  however,  it  is  necessary 
to  obtain  the  specialized  services  they  require  from  many  different 
sources.  This,  in  turn,  raises  a  number  of  complex  issues. 

There  is  the  issue  of  how  to  purchase  these  services  for  the  clients. 
Medicaid  is  the  primary  source  of  health  financing  for  non-institu- 
tionalized DD  persons.  Though  valuable,  Medicaid  has  limitations. 
Some  of  these  are  outline  below  with  respect  to  services  reported 
to  be  the  most  difficult  to  obtain. 

Another  problem  is  the  availability  of  specialists  from  whom  to  pur- 
chase needed  services.  This  is  particularly  significant  in  Montana, 
a  rural  state.  Providers  of  specialized  health  and  interventive 
services  typically  concentrate  in  more  heavily  populated  areas  where 
there  is  a  reasonably  high  likelihood  that  their  services  can  and 
will  be  used  to  the  fullest  extent  possible.  The  distribution  of 
community-based  services  to  developmental ly  disabled  persons,  however, 
transcends  these  population  centers.  For  example,  of  all  adult  DD 
clients  served  by  these  programs  in  June,  1980,  45%  or  414   were 
served  in  twenty-two  communities  outside  of  the  population  centers 
of  Kalispell,  Missoula,  Helena,  Butte,  Bozeman,  Great  Falls  and 
Billings.  Of  the  adult  group  home  residents  at  that  time,  approxi- 
mately 33%  or  121   were  served  in  fourteen  smaller  communities. 

A  third  problem  is  the  general  unfamiliarity  with  the  special  needs 
of  DD  people  on  the  part  of  many  specialists,  particularly  in  the  area 
of  traditional  health  care.  Since  the  greater  portion  of  severely 
handicapped  persons  has  long  been  served  in  institutional  settings, 
there  has  not  been  the  need  or  opportunity  for  doctors,  dentists, 
and  others  to  develop  the  skills  and  experience  needed  to  provide 
effective  services  to  this  population.  Moreover,  since  traditional 
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health  professionals  may  not  have  been  involved  in  the  decision  to 
develop  community-based  services,  there  may  be  some  degree  of 
resentment  when  suddenly  they  find  themselves  responsible  for  the 
health  and  related  needs  of  a  wery   difficult-to-serve  population. 

Difficult-to-Obtain  Services.  The  issues  related  above  were 
reported  frequently  to  the  project  staff  in  on-site  interviews 
with  DD  service  providers  and  other  participants  in  the  DD  community 
service  delivery  system.  As  a  result,  the  consultants  asked  DD 
service  providers  to  identify  and  rank  in  their  order  of  difficulty 
those  services  which  are  most  difficult  to  obtain.  Services  most 
frequently  reported  and  the  reasons  offered  are  the  following: 


•    Speech  and  Hearing  Therapy.  These  are  the  most  fre- 
quently mentioned  of  the  difficult-to-obtain  services.  The  primary 
difficulties  in  obtaining  these  services  have  to  do  with  the  means 
for  purchasing  them  as  well  as  the  scarcity  of  speech  and  hearing 
therapists.  Under  Medicaid,  DD  persons  are  eligible  for  diagnostic 
and  evaluation  services  which  are  designed  to  determine  the  level 
of  a  person's  handicap  and  to  develop  a  recommended  course  of 
therapy.  While  financing  for  therapy  is  provided,  the  extent  of 
therapy  reimbursable  under  Medicaid  is  insufficient  to  meet  the 
needs  of  DD  persons.  For  example,  the  number  of  therapeutic  ses- 
sions reimbursable  under  Medicaid  is  determined  on  the  basis  of 
rehabilitation  expectations  for  non-DD  persons.  By  virtue  of  their 
handicaps,  DD  persons  are  likely  to  learn  more  slowly  and  there- 
fore require  more  therapy  than  that  which  is  reimbursable.  The 
unavailability  of  providers  of  these  services  in  communities 
compounds  the  problem  of  access. 
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•  Physical  and  Occupational  Therapy.  Like  speech  and  hearing 
therapy,  diagnostic  and  evaluation  services  are  reimbursable  under 
Medicaid  when  prescribed  by  a  physician.  However,  on-going  services 
by  a  physical  or  occupational  therapist  are  not  reimbursable  except 

in  situations  where  an  accident  results  in  the  need  for  rehabilitation 
to  recover  lost  skills.  While  these  services  are  mentioned 
often  as  difficult  to  obtain,  it  is  also  reported  that  creative  use 
of  the  diagnostic  and  evaluation  process  offers  staff  the  opportunity 
to  develop  the  skills  needed  to  offer  specific  therapies  required  by 
a  client.  For  example,  as  specialized  therapists  determine  the 
degree  of  dysfunction  of  a  particular  client  as  well  as  prescribe  a 
course  of  action,  they  are  able  to  demonstrate  to  provider  staff  what  the 
client  needs  and  how  to  provide  it.  Since  staff  skills  required  to 
offer  therapies  in  these  areas  are  more  readily  obtained  by  provider 
staff  than  are  those  for  the  provision  of  speech  and  hearing  therapy, 
this  approach  may,  in  some  instances,  minimally  satisfy  the  needs  for 
these  services. 

•  Psycholological  Counseling/Psychiatric  Treatment.  The 
issue  of  DD  persons  with  presumed  psychiatric  involvement  is  one  of 
the  most  complex  encountered  by  the  project  team.  DD  clients 
suspected  to  have  psychiatric  involvement  and/or  who  demon- 
strate severe  behavioral  problems  are  at  high  risk  of  not  receiving 
the  services  they  may  require.  Factors  include  the  general  lack  of 
training  and  qualifications  among  DD  service  providers  to  provide 
psychological  and  psychiatric  services,  the  absence  of  training 
among  mental  health  professionals  to  provide  these  services  to  DD 
persons,  and  apparent  deep  philosophical  differences  among  DD  service 
providers  and  mental  health  professionals  as  to  how  to  approach  the 
needs  of  DD  persons. 

Upon  further  examination,  the  project  team  confirmed  the  existence  of  a 
more  fundamental  problem.  There  is  confusion  between  the  mental  health 
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and  developmental  disabilities  communities  as  to  whose  responsiblity 
it  is  to  serve  the  DD  person  with  psychological  or  psychiatric  needs. 
For  example,  a  DD  client  with  apparent  psychological  problems  is 
presumed  by  the  mental  health  community  not  to  be  mentally  ill  but 
developmental ly  disabled,  that  is  to  have  needs  and  problems  which 
are  beyond  the  ability  of  mental  health  services  to  address.  The 
DD  community,  on  the  other  hand,  feels  that  the  emotional  needs  of 
the  client  are  a  major  obstacle  to  his  or  her  benefiting  from  the 
behavioral  training  offered  and  that  the  mental  health  community 
is,  or  should  be,  a  valuable  resource  in  an  overall  treatment  plan. 
While  this  gap  has  been  bridged  in  some  Montana  communities,  similar 
efforts  are  reported  to  have  been  quite  unsuccessful  in  other 
communities. 

•   Vocational  Counseling,  Job  Placement,  Job  Placement 
Follow-up  Services.  Although  not  listed  as  an  option  to  check  in 
the  mail  questionnaire,  these  services  were  the  most  frequently 
added  as  the  most  difficult  to  obtain.  The  need  for  these  services 
is  reported  to  be  the  greatest  for  DD  clients  who  are  determined  by 
DD  service  providers  to  be  capable  of  functioning  in  some  type  of 
employment  situation  but  who  do  not  meet  the  eligibility  criteria 
for  job  training  and  placement  services  provided  by  VR.   In  addition, 
however,  clients  who  are  eligible  for  VR  services  frequently  do  not 
receive  these  services,  apparently  the  result  of  limitations  on 
VR  placement  capabilities.  A  third  group  includes  clients  who  have 
completed  VR  services  but  who  fail  to  maintain  employment  after  VR 
case  closure.  Ideally,  these  would  be  picked  up  by  VR  immediately, 
but  this  does  not  always  happen.  The  client,  under  these  circumstances, 
is  faced  with  the  prospect  of  re-entering  the  DD  system  as  the  means 
for  regaining  access  to  a  job  placement.  This  may  not  always  be 
necessary,  and  may  add  to  the  overall  cost  of  serving  the  client  as 
well  as  frustrate  the  client  in  achieving  desired  self-sufficiency. 
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Among  these  groups,  the  first  is  considered  the  least  served,  although 
the  availability  of  placement  and  follow-up  services  is  considered 
a  serious  obstacle  to  the  progress  and  movement  of  DD  clients  at  all 
levels.  Currently,  the  responsibility  for  identifying  job  placment 
for  DD  clients  who  are  not  served  by  VR  and  for  whom  some  type  of 
employment  is  identified  by  the  client's  IHP  is  not  well  defined 
and  may  represent  one  of  the  few  absolute  gaps  in  community  services 
discussed  in  this  section.  Due  to  extensive  and  complex  caseloads, 
the  social  services  worker  (case  manager)  has  limited  capacity  to 
perform  this  function.  Clients  are  often  dependent  for  help  on  friends, 
families,  semi-independent  living  trainers,  provider  staff  and  others 
for  these  functions.  Even  if  the  client  is  placed  in  a  job  through 
these  means,  there  is  little  likelihood  for  the  type  of  systematic 
follow-up  needed  by  DD  persons  to  maintain  a  successful  employment 
experience. 

•   Medical  and  Dental.  These  services  are  among  the  least 
frequently  mentioned  as  difficult  to  obtain.  However,  interviews  and 
written  responses  to  the  mail  questionnaire  indicate  a  range  of  issues 
that  warrant  attention  as  well  as  long-range  planning  considerations. 
In  general,  providers  report  concern  over  a  lack  of  sensitivity  by  some 
private  health  care  personnel  to  the  unique  needs  and  characteristics 
of  DD  persons.  Barriers  to  services  may  include  resistance  to  serve 
certain  categories  of  DD  clients  and  treatment  occasioned  by  archaic 
attitudes  toward  the  mentally  retarded.  In  more  populated  cities  and 
towns  where  there  is  a  concentration  of  health  care  providers,  this 
is  reported  to  be  less  of  a  problem,  possibly  because  DD  persons 
have  the  option  of  selecting  doctors  and  dentists  with  whom  a 
comfortable  professional  relationship  can  be  established.  In  more 
rural  areas,  where  alternatives  are  few,  problems  in  accessing  appro- 
priate health  and  dental  care  for  DD  persons  are  reported  with  greater 
frequency. 
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These  attitudinal  barriers  to  the  access  of  health  and  dental  services 
by  DD  persons  are   compounded  by  limitations  on  the  extent  of  medical/ 
dental  procedures  reimbursable  under  Medicaid.  Limitations  are 
reported  most  frequently  in  the  area  of  dental  care. 

Under  Medicaid  regulations,  some  dental  procedures,  such  as  root 
canals,  crowns,  bridges,  and  braces,  are  considered  "non-routine"  and 
thus  are  not  reimbursable.  These  limitations  can  be  significant  for 
DD  persons  for  whom  correction  of  certain  facial  disfigurements  is 
considered  essential  to  the  overall  habilitation.  For  these  persons, 
the  absence  of  a  purchasing  mechanism  is  reported  to  be  a  barrier 
to  their  eventual  progress.  In  at  least  one  instance,  a  staff 
member  of  a  work  activity  center  is  reported  to  have  used  her 
personal  resources  to  finance  a  particular  dental  procedure  needed 
by  a  client,  but  considered  "non-essential"  under  Medicaid.  How- 
ever, it  is  reasonable  to  assume  that  such  generosity  is  not  extended 
to  all  DD  clients  who  need  "non-essential"  dental  or  orthodontic 
interventions.  Many  clients  for  whom  these  services  are  determined 
to  be  essential  to  habilitation  simply  do  not  get  this  habilitation 
objective  met. 

2.3.4   Case  Management  Issues 

The  existing  case  management  system  has  in  place  many  elements  of 
a  desirable  system.  These  include  explicit  recognition  by  the 
state  of  the  importance  of  having  a  case  manager  for  each  DD  person 
(in  the  community);  location  of  this  case  management  system  outside 
the  service  delivery  system  to  ensure  greater  objectivity;  many 
individuals  located  throughout  the  state  who  are  both  dedicated  to 
serving  DD  individuals  and  knowledgeable  about  both  DD  individuals 
and  the  services  available  in  their  community;  an  additional  system 
within  the  DD  Division  network  (the  community  workers  and  regional 
supervisors)  who  can  perform  many  additional  services  that  the  social 
workers  cannot  provide;  and  the  possibility  through  common  location 
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within  the  same  department,  of  strong  interagency  links  among  the  DD 
Division,  the  Social  Services  Bureau,  and  the  Rehabilitative  Services 
Division. 

Despite  these  and  other  related  strengths,  there  remain  many  difficult 
issues  within  the  system  that  are  currently  reducing  the  overall 
effectiveness  of  the  case  management  system,  particularly  as  it 
might  play  a  key  role  in  ensuring  that  DD  individuals  move  appro- 
priately through  the  DD  system.  The  key  issues  identified  in  this 
context  are: 

•  lack  of  clarity  of  roles  and  responsibilities  for  certain 
key  aspects  of  the  case  management  function,  particularly 
in  terms  of  social  workers  and  DD  community  workers 

•  characteristics  of  the  caseloads  of  the  social  workers 
that  frequently  interfere  with  optimum  functioning  on 
their  part 

•  problems  with  the  training  that  many  of  the  social  workers 
receive  with  respect  to  serving  DD  persons 

These  issues  will  be  discussed  in  some  detail  in  the  following  sections, 
drawing  heavily  on  the  information  obtained  from  various  surveys  and 
site  visits. 

Origins  of  These  Issues 

It  is  not,  of  course,  possible  to  pinpoint  the  cause  for  the  issues 
just  listed,  but  it  is  possible  to  identify  a  number  of  contributing 
factors.  This  is  particularly  important  for  recommendations  for  remedial 
action.  Some  of  the  key  factors  identified  are: 
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•  The  case  management  system  is  rooted  in  two  very  different 
traditions:  social  work  and  DD  services.  The  result  is  that 
there  is  not  always  a  consistency  or  congruence  between  the 
two  systems  in  terms  of  what  should  be  done  for  DD  persons, 
who  should  assume  what  responsibilities,  or  how  these  should 
be  carried  out. 

•  There  is  no  central  impetus  for  clarifying  the  various 
roles  and  responsibilities  in  the  system,  although  there 
have  been  previous  studies  of  the  case  management  system 
and  previous  efforts  to  improve  the  relationships  between 
the  systems. 

•  There  are  some  key  roles  within  case  management  that  are  not 
being  assumed  by  any  part  of  the  existing  system,  and  this 
in  turn  is  partly  the  result  of  the  previous  factors  that 
have  resulted  in  inadequately  developed  concepts  of  roles 
and  conflicts  about  what  should  be  done  by  whom. 

•  The  problems  are  exacerbated  by  the  fact  that  social  workers 
are  really  county  employees,  and  that  many  of  their  priorities 
are  set  at  the  county  level  regardless  of  what  is  promulgated 
by  state  level  programs. 

•  There  has  been  a  very  rapid  growth  in  the  community  system, 
resulting  in  a  rapid  increase  in  the  number  of  DD  individuals 
that  local  social  workers  are   responsible  for  serving,  but 
there  has  not  necessarily  been  a  corresponding  growth  in  the 
number  of  social  workers,  or  in  the  level  of  expertise  of  those 
individuals  expected  to  work  with  DD  persons. 

In  the  following  discussion  of  the  major  issues  that  face  Montana  with 
respect  to  its  case  management  function,  reliance  is  made  on  the  responses 
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to  the  mail  questionnaire  by  the  social  workers  and  the  community 
workers.  For  the  three  major  issues  related  to  the  case  management 
function,  there  is  presented  a  combined  perspective  of  the  social 
workers  and  community  workers,  pointing  out  differences  or  similarities 
when  such  comparisons  are  important.  Throughout  the  discussion  there 
is  a  focus  on  the  extent  to  which  the  issues  raised  affect  the 
Montana  DD  system's  ability  to  ensure  that  clients  move  appropriately 
and  that  those  needing  more  intensive  services  receive  them. 

Issues  of  Roles  and  Responsibilities 

When  asked  to  identify  overall  system  problems  that  are  currently 
interfering  with  Montana's  ability  to  meet  the  needs  of  its  DD 
clients,  particularly  in  terms  of  ensuring  adequate  movement  through 
the  system,  both  social  workers  and  community  workers  mentioned  lack 
of  clarity  of  roles  and  responsibilities  almost  as  frequently  as 
lack  of  resources.  Given  a  general  tendency  for  workers  in  the 
field  to  attribute  most  of  their  difficulties  to  lack  of  resources, 
this  is  a  surprising  and  important  finding.  The  problem  was  more 
acutely  felt  by  social  workers,  who,  generally,  feel  that  they  are 
hampered  by  many  factors  in  being  as  effective  in  serving  DD  persons 
as  they  would  like  to  be. 

When  asked  to  describe  their  overall  role,  community  workers  and 
social  workers  had  quite  different  concepts.  Social  workers  see 
themselves  as  coordinators  of  services  (case  managers)  for  clients, 
advocates  for  clients,  and  as  assessors  and  monitors  of  client  goals. 
Community  workers,  on  the  other  hand,  see  themselves  as  ensuring  that 
clients  are  appropriately  served,  including  development  of  new  ser- 
vices in  the  community,  and  as  having  a  role  in  carrying  out  contract 
monitoring  and  compliance  activities  (assessing  and  monitoring  of  pro- 
vider goals  rather  than  client  goals).  That  is,  social  workers  see 
their  role  as  being  primarily  at  the  client  level;  community  workers 
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more  at  the  systems  level.  These  distinctions  seem  reasonable  and 
appropriate.  However,  a  more  careful  examination  of  the  specific 
roles  that  each  is  carrying  out  reveals  areas  of  confusion  between  the 
two  groups  and  also  reveals  how  frustrations  arise  as  each  group  spends 
more  time  on  certain  activities  than  it  feels  it  should  if  it  is 
to  fulfill  its  role. 

Both  groups  ranked  the  actual  and  the  ideal  importance  of  a 

list  of  activities.  The  roles  that  they  tended  to  assign  similar 

importance  to  were: 

•  crisis  intervention 

•  service  coordination 

•  monitoring  IHP  compliance 

The  roles  on  which  there  were  the  biggest  discrepancies  were: 

•  IHP  conference  coordinating 

•  transporting  clients  to  services 

•  intervening  when  a  client  gets  into  trouble  with  the  law 

In  all  these  roles  the  social  worker  ranked  them  as  being  more 
important  than  did  community  workers.  Of  primary  concern  here  are 
those  roles  given  about  equal  importance  by  both  groups  since  that  is 
where  some  of  the  role  confusion  is  likely  to  arise. 

In  addition  to  possible  overlaps  between  the  two  types  of  DD  workers, 
there  is  the  possibility  that  certain  activities  will  not  be  receiving 
enough  attention  from  either  person.  The  roles  that  were  least 
important  to  both  groups  were  assuming  temporary  guardianship  and 
providing  regular  conseling  to  clients.  Neither  of  these  activities 
could  be  expected  to  assume  a  high  priority,  although  social  workers 
expressed  some  frustration  that  they  did  not  have  more  time  to  provide 
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counseling,  and  it  is  unclear  where  the  DD  clients  would  get  such 
counseling  if  it  were  needed.  There  were,  however,  several  other 
activities  that  each  group  felt  they  should,  ideally,  be  spending 
more  time  doing  and  others  that  they  felt  should  receive  less  of 
their  attention.  The  community  workers  felt  that  coordinating 
services,  advocacy  on  behalf  of  clients,  and  crisis  intervention 
should,  ideally,  all  be  less  important  than  they  currently  are  for 
them.  The  activities  identified  by  the  community  workers  as  most 
important  included  helping  to  initiate  new  services  in  the  community 
and  monitoring  IHP  compliance.  Advocacy  on  behalf  of  clients  and 
crisis  intervention  would  remain  important  though  with  less  overall 
importance  than  they  have  now.  Social  workers  would  reduce  the 
importance  of  only  two  activities:  coordinating  IHP  conferences 
and  transporting  clients.  All  other  activities  would  become  more 
important.  Ideally,  the  social  workers'  most  important  activities 
would  include:  advocacy  on  behalf  of  clients,  coordination  of 
services,  crisis  intervention,  working  with  the  clients'  families, 
and  initiating  new  services  in  the  community.  As  can  be  seen,  then, 
even  when  community  workers  and  social  workers  describe  the  importance 
of  various  activities  they  would  ideally  assume,  they  perceive  their 
roles  quite  similarly.  Both  would  continue  to  advocate  on  behalf  of 
clients,  coordinate  services  and  intervene  in  crises,  and  both  would 
spend  more  time  initiating  new  services  than  they  do  now.  Again, 
we  can  see  that  there  are  a  number  of  potential  areas  of  conflict 
between  the  two  groups  in  terms  of  the  specific  activities  that 
they  consider  to  be  important  parts  of  their  job. 

Currently  both  groups  see  the  IHP  process  as  the  primary  mechanism 
that  currently  exists  for  them  to  be  involved  in  ensuring  that  clients 
progress  appropriately.  For  many  of  these  individuals,  particularly 
the  social  workers,  there  seemed  to  be  a  sense  of  having  a  very  limited 
role  indeed  in  ensuring  clients'  progress.  Indeed,  once  the  IHP  con- 
ference is  over,  many  social  workers  have  little  to  do  with  their  DD 
clients  unless  crises  arise.  Although  not  discussed  as  explicitly, 
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this  appears  to  be  the  case  for  DD  community  workers  as  well.  One 
role  that  community  workers  are  more  likely  to  play  is  that  of  identifying 
program  slots  that  are  available  into  which  DD  individuals  could  move. 
When  new  slots  are  open,  the  DD  community  workers  are  likely  to  play 
a  reasonably  active  role  in  finding  an  appropriate  client  for  that 
slot.  However,  this  activity  starts  with  the  availability  of  a  position 
in  a  program,  not  with  the  individual. 

The  analysis,  to  this  point,  has  emphasized  the  extent  to  which  the 
roles  of  community  workers  and  social  workers  appear  to  overlap.  This 
overlap  implies  possible  confusion  in  terms  of  who  should  assume 
responsibility  for  carrying  out  which  specific  duties  for  DD  clients. 
However,  it  is  possible  to  begin  to  see  the  shape  that  the  two  roles 
might  assume  in  the  future  were  they  clarified.  In  particular, 
it  appears  that  social  workers  perceive  themselves,  and  are  perceived, 
as  having  a  greater  role  in  working  directly  with  the  individual 
client  and  his  or  her  family,  whereas  the  community  worker  has  a 
greater  role  in  working  the  community  resources,  including  DD  and 
other  providers.  But  any  such  clarification  would  be  contingent  on 
a  number  of  other  changes,  including  the  composition  of  social 
worker  caseloads,  so  they  would  have  more  time,  and  in  the  training 
that  is  provided  to  social  workers  in  the  field  of  developmental 
disabilities. 

There  are  two  major  issues  then  that  would  need  to  be  addressed 
if  social  workers  were  to  assume  an  increased  role  with  respect  to 
DD  clients:  changes  in  their  caseloads  and  in  their  training. 

Caseload  Issues 

Size.  The  biggest  single  issue  facing  social  workers  currently 
is  the  size  of  many  of  their  caseloads.  For  example: 
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• 


"(size)  is  the  most  limiting  factor.  I  am  absolutely  unable 
to  see  each  client  on  a  regular  basis.  I  devote  almost  all 
my  energy  to  crisis  situations.  As  soon  as  the  client  is 
settled  again,  someone  else  claims  my  time  and  I  do  not  do 
the  follow-up  I  would  like  to  do." 

"The  size  of  the  caseload  makes  it  impossible  to  provide  more 
than  basic  and  superficial  service.  I  end  up  doing  mostly 
problem  solving  because  there  is  not  time  to  spend  with  the 
client. " 

t  "Because  of  the  size  of  my  caseload  I  am  not  able  to  monitor 
the  IHP  goals  in  between  IHP  six-month  reviews.  Usually  I 
am  only  involved  with  DD  clients  in  between  IHP  reviews  if 
a  special  need  is  brought  to  my  attention." 

•  "...too  large  considering  the  rural  nature  of  the  area  served." 

t  "...is  large,  therefore,  I  don't  have  much  time  to  spend  with 
DD  clients." 

•  "Size  of  caseload  prevents  contact  of  sufficient  intensity 

to  effect  comprehensive  long-range  and  short-range  case  plans 
and  goals.  Case  action  is  often,  therefore,  crisis  oriented." 

t  "Like  the  majority  of  social  workers  I  feel  my  caseload  is 
too  large  to  do  more  than  an  adequate  job.  After  responding 
to  a  variety  of  crises  there  isn't  very  much  time  to 
provide  decent  ongoing  services." 

•  "The  size  of  my  caseload  effects  the  amount  of  time  I  can 
spend  with  each  client.  What  happens  is  that  my  services 
are  used  mostly  by  DD  persons  in  immediate  need  or  in  some 
kind  of  crisis.  Very  little  time  is  spent  on  preventative 
measures." 

•  "The  size  of  my  DD  caseload  is  not  overwhelming.  When  doing 
both  child  welfare  and  DD  services  the  combination  is  over- 
whelming." 

There  are,  however,  several  individuals  who  do  not  find  their  caseload 
to  be  too  large.  Some  of  their  comments: 

•  "Size  allows  enough  time  except  for  various  times  during  the 
year  when  my  child  welfare  caseload  is  heavy." 
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•  "My  caseload  is  small  enough  so  that  if  an  emergency  arises 
I  can  usually  give  my  attention  to  the  problem  within  a 
reasonable  time.  Otherwise  group  meetings  and  individual 
visits  with  the  DD  clients  are  regularly  scheduled." 

t  "My  caseload  is  adequate  but  I  can  see  where  it  may  get 

too  large  as  it  seems  there  are  individuals  in  the  community 
who  may  need  services." 

t  "The  size  of  my  caseload  has  no  effect  on  services  as  it  is 
within  manageable  numbers." 


Diversity.  Most  respondents  indicated  that  their  caseloads 
are  extremely  diverse.  This  diversity  creates  problems  in  terms  of 
the  extent  of  their  training  to  deal  with  a  broad  range  of  problems, 
giving  inadequate  attention  to  lower  functioning  clients,  and  doing 
an  adequate  job  of  planning.  The  following  examples  of  social 
worker  responses  are  illustrative: 

•  "...at  present  time  degree  of  attention  is  directed  at  the 
independent  population,  whereas  lower  functioning  popula- 
tion does  not  receive  adequate  attention  unless  there  is 

a  crisis  situation." 

•  "It  is  a  very  diverse  caseload  -  some  clients  are  very  high 
functioning,  living  on  their  own  in  the  community,  whereas 
some  are  extremely  low,  being  cared  for  by  their  families 
or  a  nursing  home.  The  load  is  stimulating  and  interesting. 
Probably  the  yery   low  functioning  who  find  it  hard  to  ex- 
press their  wants  or  needs  do  not  get  their  fair  share, 
however." 

•  "I  feel  most  competent  in  dealing  with  cases  involving  han- 
dicapped children;  since  such  cases  have  been  the  major  con- 
stituent of  my  caseload  for  several  years,  I  feel  I  have 
developed  skill  and  expertise  in  this  specialized  area  of 
social  work  practice.  An  increasing  number  of  "miscellane- 
ous" cases  is  being  assigned  to  me,  unaccompanied  by  direct 
training,  or  orientation  to  resources,  special  characteris- 
tics and  problem  policies  and  procedures.  Fumbling  with 
such  cases  demands  an  inordinate  and  unjustified  amount  of 
time  and  effort." 
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•  "Because  I  am  the  only  worker  in  this  county  I  need  to  know 
about  all  the  programs  available  for  the  elderly,  children, 
families,  DD's,  etc.  Consequently,  I  don't  feel  I  know  the 
programs  like  I  should.   I  feel  spread  too  thin  and  not  really 
doing  any  one  area  justice." 

•  "The  varying  levels  of  functioning  of  my  clients  is  a  difficulty, 
particularly  in  regards  to  planning." 

•  "Having  both  child  and  DD  cases,  and  because  the  child  problems 
are  more  urgent,  the  DD  clients  do  not  receive  enough  of 

my  time." 


With  regard  to  diversity  of  caseloads,  social  workers  indicated  that 
certain  groups  of  clients  place  unusual  demands  on  their  time. 
These  are: 

•  Clients  with  problem  behaviors 

•  Clients  who  are  high  functioning  and  are  living  independently, 
semi-independently,  or  who  should  be  living  more  independently 

t  Clients  with  medical  complications  and/or  seizures 

•  Special  education  students,  especially  if  they  require 
placement  outside  the  district 

t  Other  groups,  as  identified  below 

These  groups  are  described  below,  along  with  indications  of  the 
specific  problems  presented  by  each  group  and  reasons  for  their 
difficulties.  It  is  interesting  to  note  in  reviewing  these  responses 
the  similarities  with  problems  previously  identified  by  providers  and  the 
additional  support  which  these  responses  give  to  previously  identified 
gaps  in  existing  residential  and  day  services. 
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High  Functioning  Clients.  Problems  presented  by  this 
group  include: 

t  Social/behavioral  problems,  including  problems  with  the  law, 
sexual  problems,  drug  and  alcohol  problems 

•  Independent  living  skill  problems,  such  as  handling  money, 
difficulty  finding  and  keeping  a  job 

•  Attitudinal  problems,  including  having  expectations  for 
themselves  that  are  inappropriately  high,  impatience  with 
the  slowness  with  which  they  can  move  into  more  independent 
settings  or  frustration  if  they  have  had  to  be  placed  in 

a  more  restrictive  setting  than  previously 

•  Lack  of  adequate  programming  and  services:  graduate  from 
some  programs  but  have  no  place  to  go,  difficulties  with 
their  SSI  and  related  benefits  because  working,  few  semi- 
independent  living  settings  where  can  receive  needed 
supervision  but  can  be  more  independent 

Some  of  the  main  reasons  for  these  difficulties  arising  include: 


"...lack  of  job  placement  specialists/job  crisis  specialists, 
and  in  some  areas  not  enough  jobs." 

"...need  more  staff  for  semi -independent  living  settings  so  more 
supervision  can  be  provided." 

"...need  more  appropriate  day  programming;  day  programs  should 
offer  meaningful  work  and  reasonable  pay." 

"SSI  regulations  should  permit  DD  people  to  work  and  not  lose 
Medicaid. . .Allowing  them  to  do  as  much  to  support  themselves 
as  they  can  would  encourage  them  to  work.  It  would  also 
save  the  SSI  program  a  great  deal  of  money." 
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.housing  shortage  (energy  impact  area)." 


Behavior  Problems.  This  group  presents  such  problems  as: 


"...clients  being  asked  to  leave  group  homes  because  of 
behavior  problems  and  we  having  nowhere  else  for  them  to 
go." 

"...inappropriate  sex  related  incidences." 

"They  are  unpredictable  and  programs  complain  a  lot  about 
their  behavior.  I  feel  pretty  helpless  sometimes  to  deal 
with  it." 

"...aggressive  behavior  towards  themselves  and  others." 

"...the  ineffectiveness  of  existing  services,  including 
counseling." 

"It  is  extremely  difficult  to  find  appropriate  placements." 

"...lack  of  trained  people  in  the  community  who  can  assess 
or  treat  our  clients  --  a  lot  of  staff  frustration  and 
burn-out  with  little  support  from  the  state.  Once  you 
accept  a  client  you're  stuck!" 

"...require  a  great  deal  of  time  in  counseling  during  periods 
of  emotional  stress." 


Some  o1 


the  reasons  cited  include: 


"...institutionalization,  environmental  deprivation,  and 
overindulgence  by  parents." 

"...no  intermediate  facilities  --  institutions  no  longer 

appropriate. . .severe  lack  of  residential  resources. . .hard 

to  find  placements  for  these  children  other  than  in  institutions." 

"There  is  no  educational  or  training  program  designed  to 
assist  DD  clients  in  understanding  sexual  desires  and  dealing 
with  them  in  acceptable  or  less  harmful  ways." 
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"Many  of  these  problems  exist  due  to  the  poor  planning 
by  the  state  in  their  deinstitutionalization  effort.  There 
is  an  automatic  assumption  that,  regardless  of  a  client's 
disability,  that  their  needs  are  best  met  in  the  community. 
I've  been  profoundly  involved  with  DD's  stuck  in  nursing 
homes  receiving  no  services  at  all.  They  need  P.T.,  O.T., 
adaptive  equipment,  etc.  which  would  be  readily  available 
in  the  institution  but  not  in  the  community." 

"DD  programs  attribute  all  the  individual's  problems  to 
the  emotional  disturbance,  and  mental  health  programs 
attribute  them  to  the  retardation.  Neither  program  is  willing 
to  accept  responsibility  for  treating  the  total  person 
by  coordinating  with  other  service  providers." 


Clients  with  Medical  Problems  and/or  Seizures.  Examples 
of  problems  presented  by  this  group  include: 


•  "Extra  time  is  required  talking  to  other  professionals  and 
evaluating  medical  services." 

•  "Mainly  it  is  a  time  factor.  Making  time  to  take  someone  to 
a  doctor,  particularly  if  they  need  to  see  a  specialist... 
then  the  time  it  takes  to  do  all  the  follow-up  care  if  needed. 


The  major  reasons  are: 


•  "...lack  of  professional  resources  and  the  interest  among 
professionals  in  the  community  to  deal  with  DD  clients." 

•  "Many  of  our  clients  have  rather  involved  medical  problems 
and  yet  these  problems  are  not  so  severe  that  they  need  to 
be  in  a  nursing  home  setting." 


Special  Education  Students  Under  Age  18.  Problems  presented 
by  this  group  include: 


•  "...unable  to  obtain  foster  care  support  for  emotionally 
disturbed  children  or  other  DD  children;  not  enough  foster 
care." 
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•  "...individuals  who  are  between  school  and  adult  services 
and  may  not  be  able  to  receive  services  from  either  one 
(have  dropped  out  of  school,  etc.,  but  are  not  yet  18)." 

•  "...need  for  coordination  with  the  school  districts." 

•  "...need  for  extra-curricular  activities  for  the  physically 
handicapped  child  (e.g.  person  with  cerebral  palsy)." 

•  "...lack  of  ability  of  local  school  district  to  handle  the 
more  severely  disabled  children." 

t  "...maintaining  a  balance  of  cooperation  and  communication 
between  providers  and  parents,  who  are  necessarily  more 
highly  involved  than  the  families  of  adult  individuals. 
Become  involved  in  a  great  deal  of  family  counseling. 
Must  incorporate  many  aspects  of  child  protective  service  -- 
placement  procedures  and  legal  requirements,  permissions  and 
releases.  Most  of  these  are  multi-handicapped,  usually 
without  fully  comprehensive  evaluations  —  need  for  engineering 
evaluations. " 

•  "Usually  I  don't  have  many  difficulties  with  this  group. 

At  this  age  they're  usually  in  their  natural  homes  or  foster 
homes.  If  I  have  any  difficulties  it's  usually  with  their 
parents  and  their  reluctance  to  plan  for  their  DD  child." 

•  "There  has  been  a  great  deal  of  difficulty  in  the  provision 

of  services  without  interruption  occurring  during  the  transition 
from  school  to  adult  services  which  has  repeatedly  resulted 
in  clients  lacking  the  provision  of  services  for  extended 
periods  (i.e.  3  months)." 


Severely  and  Profoundly  Retarded.  A  surprising  number  of 
respondents  did  not  indicate  that  they  had  problems  serving  this  group 
in  the  community.  However,  many  did  indicate  that  they  have  had  little 
experience  with  this  type  of  client.  Seventeen  respondents  indicated 
some  type  of  problem,  such  as  the  following: 

•  "...communication  difficulties." 

•  "...lack  of  residential  programs,  particularly  ones  that 

will  provide  self-care  training  or  will  accept  a  person  without 
self-care  skills." 
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t  "Many  are  multiply  handicapped  and  there  are  few  resources 

to  deal  with  the  physical  complications  (e.g.  no  transportation) 

t  "Training  improvement  is  minimal  —  mostly  positive  movement 
made  in  direction  of  giving  them  a  better  style  of  living 
over  an  institution  and  eliminating  some  grossly  inappropriate 
behavior. . .difficulty  in  setting  realistic  training  goals." 

t  "...inadequate  staff:client  ratios." 

•  "...lack  of  resources.  I  feel  that  many  of  the  profoundly 
involved  people  should  remain  in  the  institution  where  they 
can  receive  consistent  ongoing  training  and  therapy.  This 
is  rarely  available  in  the  community." 

•  "These  clients  always  need  more  intensive  training  than  is 
available  --  due  to  funding  crunches  —  staff  is  limited." 


Elderly.  Few  respondents  indicated  any  specific  problems 
serving  this  group  but  a  problem  they  felt  this  group  has  in  the 
community  is  informative  in  light  of  the  previous  discussion  in  this 
report  on  the  need  for  age-specific  programming. 


•  "The  elderly  DD  population  has  special  needs  which  are  not 
being  met.  It  is  truly  difficult  to  find  appropriate 
goals  for  these  people  within  the  usual  academic  and 
vocational  framework,  which  is  work  and  goal  oriented.  These 
clients  are  too  tired  and  many  times  not  healthy  enough  to 
keep  up  with  the  regular  program.  This  is  a  dilemma  for  the 

IHP  team  as  we  are  concerned  about  demanding  too  much  physically 
and  mentally  but  also  realizing  these  clients  are  in  need 
of  services.  What  is  appropriate  for  these  people?" 

•  "These  people  experience  more  health  problems  which  requires 
more  transportation  services." 

•  "We  need  age-appropriate  programs." 

•  "...lack  of  family  as  resources. . .hard  to  find  interested 
relative. " 

•  "...not  enough  social  outlets  for  them." 

6  "...can't  find  other  than  nursing  home  placements." 
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•  "We  do  not  have  many  DD  clients  over  age  65  because  of  the 
difficulty  of  providing  services.  Our  present  delivery 
system  is  not  geared  towards  their  needs  --  how  realistic  is 
job  training  when  someone  is  retirement  age.  There  is  a 
greater  need  for  social  activities,  leisure  time  development, 
etc.  which  are  not  available  through  DD  services.  Senior 
citizens  programs  here  haven't  been  too  open  to  including 
our  DD  folks." 

•  "...are  no  provisions  for  these  folks  to  'retire.'  They 
cannot  live  in  our  group  homes  if  they  do  not  attend  day 
programs.  So  they  end  up  being  trained  all  day  till  the 
day  they  die.  Programs  are  work  oriented  and  not  oriented 
to  crafts  or  busy  work  programs  for  elderly  clients." 

•  "Persons  over  65  do  not  belong  in  Activity  Centers  or 
workshops.  This  is  the  age  of  retirement  for  the  average 
person,  and  other  types  of  activities  should  be  planned  for 
them." 


What  should  be  done  about  the  problem  of  such  diverse  caseloads? 
Many  respondents  had  no  recommendation.  Those  who  did  suggested  the 
following: 

Reduce  Caseloads.  This  was  the  most  common  response.  For 
example: 


•  "The  number  of  clients  one  is  expected  to  serve  has  a 
definite  effect  on  the  quality  and  quantity  of  social 
services  provided  to  all  individuals  on  the  caseload." 

t  "The  only  change  feasible  in  a  one-social-worker  county 
would  be  to  cut  down  the  caseload  by  having  another  social 
worker  so  that  more  time  would  be  available  to  work  with 
cases  on  a  non-emergency  basis." 

•  "I  would  like  to  have  the  load  cut  by  at  least  1/3  so  I'd 
have  less  pressure.  I  enjoy  my  clients  very  much  but  cannot 
give  them  the  time  and  attention  each  needs  and  wants." 


Change  Caseload  Composition  Toward  Greater  Specialization, 
This  was  the  second  most  common  response. 
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•  "The  one  recommendation  I  have  has  not  been  economically 
feasible  in  a  rural  area.  I  think  the  DD  caseload  requires 
a  worker  who  specializes  in  DD  services." 


One  person  enjoys  the  diversity  in  her  caseload,  which  is  all  DD's: 


"I  personally  find  the  variety  in  type  of  clients  served  to 
be  a  valuable  tool  in  maintaining  one's  interest  in  this 
type  of  work.  Although  I  find  those  who  are  mentally  ill 
in  addition  to  retardation  most  difficult  to  deal  with,  it 
is  intriguing  to  be  faced  with  this  challenge." 


In  summarizing  these  observations  on  caseload  size,  it  should  be 
pointed  out  that  for  most  social  workers  DD  persons  comprise  less 
than  half  their  overall  caseload.  Their  caseloads  are,  on  the 
average,  close  to  100  persons.  Their  priorities  are  set  largely  by 
responding  to  minimum  job  requirements  such  as  the  IHP  conference  that 
they  must  coordinate  every  six  months,  and  crises.  In  turn,  they 
set  their  priorities  among  crises  on  the  basis  of  whether  or  not  their 
clients  have  anywhere  else  to  turn.  As  already  indicated,  it  is  more 
likely  that  social  workers  will  be  the  sole  responsible  person  for 
child  welfare  and  other  cases,  whereas  they  can  turn  to  the  community 
workers  for  assistance  in  dealing  with  DD  clients.  For  some  social 
workers,  the  territory  that  they  cover  is  so  large  (in  square  miles) 
that  major  difficulties  are  introduced  by  their  travel  time. 

In  general,  for  social  workers  to  take  on  a  more  active  case  manage- 
ment role  with  DD  clients,  most  would  have  to  have  their  overall 
caseloads  reduced.  Many  felt  that  they  would  prefer  to  have  more 
specialized  caseloads,  but  in  smaller  communities  it  might  be  difficult 
to  justify  having  such  caseloads.  The  ideal  size  of  a  caseload  for 
a  person  carrying  out  full  case  management  activities  is  generally 
considered  to  be  between  20  and  35  DD  persons,  depending  on  factors 
such  as  the  difficulty  of  their  problems,  the  number  of  services 
needed,  the  geographic  territory  covered,  etc.  Unless  this  can  be 
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accomplished,  there  will  remain  certain  direct  client  case  management 
type  activities  that  fall  to  the  DD  community  workers  to  assume.  There 
is  nothing  inherently  wrong  with  having  two  different  workers  involved 
in  various  aspects  of  case  management.  However,  currently  in  Montana 
both  groups  tend  to  assume  similar,  rather  than  complimentary,  roles 
and  neither  group  is  taking  an  aggressive  role  in  ensuring  that  DD 
clients  are  receiving  what  they  should  from  provider. 

Training  Issues 

Several  of  the  responding  social  workers  feel  that  they  currently 
have  a  lot  of  expertise  in  dealing  with  DD  persons.  However,  many 
indicated  that  they  feel  weak  in  at  least  a  few  areas  of  DD  services. 
Most  indicated  that  the  training  that  they  have  received  to  date  has 
not  been  adequate.  Thirteen  social  workers  indicated  that  they  have 
received  no  in-service  training  or  very  little.  For  example: 

•  "NONE!" 

•  "...very   little." 

•  "...none  at  this  agency." 

•  "A  couple  of  social  workers  that  used  to  be  DD  workers  have 
offered  to  help  me  when  I  had  problems.  SRS  did  not  provide 
any  training. " 

•  "The  DDCPT  certification  training  is  available  because  I 
inquired  about  it. . .unfortunately  there  is  no  apparent  set 
schedule  for  the  trainer  to  come... so  my  schedule  has 
conflicted  with  his." 

Of  those  who  indicated  that  they  had  received  some  in-service  training, 
the  bulk  of  it  was  from  periodic  workshops  provided  by  the  DD  Division: 
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•  "...very  little  from  social  services  (staff  development)! 
Staff  development  in  SRS  offers  little  or  nothing  for  case 
managers.  They  did  offer  a  day  long  session  in  conjunction 
with  a  human  services  convention  for  case  managers  (mostly 
on  IHP  policy  and  preparation).  I  have  taken  advantage  of 
the  training  curriculum  offered  by  the  R.C.T.s  --  I  believe 
that  I'm  one  of  the  few  if  only  social  workers  to  take  this  -- 
it's  geared  for  direct  providers." 

•  "...very  infrequent  workshops  which  are   usually  repetitive 
and  address  themselves  to  entry  level  workers  or  homemakers." 

•  "...mainly  staff  development  from  state  --  workshops.  Local 
staff  training  by  Regional  Clinical  Trainers  which  I  attent  when 
it  is  on  subjects  pertinent  to  my  type  services  or  just  for 
overall  general  knowledge." 

t  "...working  with  DD  adults  in  the  community;  developmental 
assessment  services  conference;  family  issues  in  developmental 
disabilities;  legal  concerns  for  social  workers  (about  one 
a  year). " 

•  "I  have  attended  quite  a  few  workshops.  Our  staff  development 
funds  were  cut,  and  we  have  had  nothing  lately.  On  Dec.  11 
and  12  I  attended  the  DD  conference  in  Missoula  at  my  own 
expense.  The  Missoula  social  workers  said  their  registration 
fee  was  paid  for  them.  Again,  why  shouldn't  all  be  treated 
the  same?" 

•  "There  have  been  occasional  workshops  that  have  been  presented. 
Aside  from  the  goal  of  deinstitutionalization  I  don't  feel 
that  any  kind  of  philosophy  or  focus  has  ever  evolved  so  there 
has  never  been  any  plan  for  ongoing  training.  I  know  there 
must  be  a  way  to  make  some  good  training  available." 

t  "...ongoing  DD  related  workshops.  Most  of  these  were  provided 
3  and  4  years  ago  and  very  few  are  given  today." 

•  "The  other  DD  social  worker  took  me  to  a  few  of  her  IHPs  when 
I  first  was  hired... I  have  attended  two  workshops  relevant 

to  DD  services.  Best  of  all,  the  state  paid  my  tuition  for 
a  3  hour  class... on  counseling  parents  of  handicapped  children. 
It  was  most  helpful ." 

•  "...an  occasional  required  workshop  when  the  community  based 
programs  first  started.  Now  there  are  wery   few.  The  last 

one  was  scheduled  the  week  before  Christmas,  1980  in  Billings  -- 
great  timing!  SRS  staff  development  does  not  allow  us  to 
attend  DD  workshops.  I  feel  there  is  poor  relations  at  the 
upper  levels." 
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Community  workers  too  expressed  some  need  for  more  training,  but  were 
clearly  not  as  frustrated  by  a  lack  of  training  as  were  the  social 
workers.  Many  of  the  specific  areas  of  training  that  both  groups 
identified  as  being  needed  relate  directly  to  their  ability  to  play 
a  more  active  role  in  ensuring  that  clients  receive  appropriate 
services  and  progress  through  the  DD  system. 

Some  of  the  major  areas  of  training  mentioned  by  both  groups  include 
training  in  behavior  management,  setting  goals  for  clients,  and  current 
program  trends  in  other  states.  Differences  between  the  groups  reflect 
the  individual  vs.  program  level  orientation  that  social  workers  vs. 
community  workers  have.  Social  workers  want  more  training  in  legal 
rights,  resources  currently  available  for  DD  persons  that  they  should 
tap  into,  and  how  better  to  carry  out  the  roles  of  case  managers  and 
client  advocates.  Community  workers  tended  to  want  more  training  in 
such  areas  as  program  evaluation  and  monitoring. 

The  most  common  types  of  needed  training  cited  by  social  workers  fall 
into  four  major  categories.  These  are: 

•  Role  and  responsibility  of  a  case  manager 

•  Characteristics  and  needs  of  DD  persons  and  their  families 

•  Legal  rights 

•  Resources 

The  most  interesting  of  the  suggestions  made  by  social  workers  in 

regard  to  their  need  for  training  are  those  which  relate  not  so  much 

to  training,  but  to  the  training  process  needed.  In  particular,  a  number 

suggested  holding  joint  workshops  with  the  DDD.  Other  suggestions 

included  developing  a  manual  for  case  managers  and  scheduling  the 

workshops  at  more  convenient  times  and  for  shorter  periods.  For 

example: 
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•  "Staff  development  of  SRS  should  offer  a  special  workshop  for 
case  managers  in  conjunction  with  the  DDD  to  cover  areas  such 
as  how  to  make  good  referrals,  understanding  the  DD  network 
in  Montana,  how  to  conduct  effective  IHP  meetings,  how  to 
effectively  advocate  for  your  clients,  understanding  client 
rights,  etc.  I  could  go  on  and  on.  I've  had  to  get  this 
information/training  on  my  own.  Should  develop  a  manual 

or  handbook  for  case  managers." 

•  "Workshops  would  be  more  attractive  if  scheduled  for  less 
than  5  days.  5  days  often  make  it  impossible  to  get  away, 
or  lets  too  much  work  pile  up  while  away." 

•  "...first  aid  training  to  decrease  the  risks  involved  in 
transporting  clients  from  one  destination  to  the  other  which 
usually  takes  a  number  of  hours  on  rather  desolate  roads  in 
this  geographical  area..." 

•  "I  need  more  information  about  what  my  responsibilities 
are  and  what  the  responsibilities  of  others  are.  As 
supervisors,  as  well  as  social  workers,  usually  have  little 
or  no  training  in  this  area,  I  have  little  feedback  about 
whether  I  am  performing  the  jobs  I  am  responsible  for  and 
where  and  how  to  improve  my  job  performance." 

•  "It  may  be  out  of  reach,  but  I  don't  feel  any  social  worker 
should  be  hired  for  this  position  without  training  in  the 
basics  of  physical  causes  and  effects  of  developmental 
disabilities  and  psychological  effects  on  the  disabled 
person  and  his  family.  A  very  thorough  explanation  and  tour 
of  the  services  available  to  them  should  be  given  each  new 
worker.  Records  should  be  kept  up-to-date  and  give  pertinent 
information  as  to  where  the  client  lives,  with  whom,  what 
are   his  sources  of  funding,  etc.  Psychologicals  are  supposed 
to  be  included  in  every  case,  but  they  were  missing  from  many. 
It  is  overwhelming  to  accept  responsibility  for  as  many  needy 
people  and  not  have  the  information  you  need  at  your  fingertips." 

•  "It  would  have  been  nice  to  have  some  background  information 
given  to  me  on  how  to  run  an  IHP.  This  aspect  of  the  job  was 
not  given  any  explanation  prior  to  my  first  encounter  with 
IHPs.  There  was  basically  no  orientation  at  all  given  to  me 
prior  to  when  I  was  told  to  read  the  manual  and  get  to  work. 
Any  kind  of  training  in  the  area  of  DD  would  be  beneficial." 
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2.3.5   Services  Coordination  on  Behalf  of  DP  Clients 

There  is  implicit  in  a  community  services  system  for  DD  persons  the 
need  for  a  high  level  of  coordination  among  a  variety  of  types  of 
services  at  the  community  level.  This  is  due  to  the  fact  that  DD 
persons  characteristically  have  a  variety  of  needs  which  cannot  be 
met  by  any  one  agency  or  provider.  Through  the  IHP  process,  these 
needs  are  identified.   It  is  then  the  responsibility  of  the  case 
manager  (social  worker)  to  "pull  together"  the  services  that  exist 
in  the  community  for  meeting  these  needs  in  a  coherent  service  plan 
for  the  client.  This  requires  a  willingness  on  the  part  of  the  various 
providers  of  services  to  work  together  on  behalf  of  a  particular 
client.  It  also  requires  as  few  administrative  barriers  to  cooperation 
as  possible.  The  purpose  of  the  project's  analysis  in  this  area  is 
to  determine  any  problems  that  may  exist  at  the  community  level  in 
coordinating  services  to  DD  clients,  and  from  that  to  identify  the 
agencies  of  state  government  which  are  most  likely  to  need  to  improve 
their  joint  planning  activities  in  order  to  resolve  any  locally-identified 
problems. 

Summary  of  Community- Level  Coordination  Analysis 

The  project  team  examined  the  extent  to  which  interagency  coordination 
occurs  at  the  individual  client  level  by  both  the  social  workers  and 
the  DD  community  workers.  The  project  did  not  formally  examine 
interagency  relationships  at  the  state  agency  or  evern  regional  level, 
since  the  focus  was  on  what  is  happening  to  individual  clients.  However, 
based  on  the  results  of  this  analysis,  it  is  possible  to  make  some 
conclusions  about  the  type  of  coordination  most  needed  at  the  state 
level.  Specifically,  social  workers  and  community  workers  were  asked 
to  indicate  the  extent  to  which  they  work  with  a  list  of  agencies  to 
ensure  that  clients  progress  appropriately  according  to  their  needs, 
and  to  characterize  these  working  relationships.  This  list  included 
various  DD  Division  programs,  institutions,  mental  health  agencies, 
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law  enforcement  agencies,  social  workers,  and  other  community  programs. 

The  responses  indicate  that  there  is  a  wide  variation  in  the  extent 
to  which  social  workers  and  community  workers  coordinate  their 
activities  closely  with  other  agencies.  Not  surprisingly,  both 
groups  indicated  that  their  closest  working  relationships  were  with 
the  DD  Division  day  and  residential  programs.  Community  workers  rate 
social  workers  right  after  DD  Division  community  programs  as  being 
those  that  they  work  with  the  most,  and,  somewhat  surprisingly,  rate 
special  education  programs  as  being  as  important  as  the  social  workers. 

The  agencies  with  which  both  groups  were  least  likely  to  work  closely 
were,  in  general,  the  same.  These  were  various  institutions  (BRSH, 
etc.),  courts  and  other  law  enforcement  agencies,  non-DD  community 
programs,  and  vocational  education.  Community  workers  also  reported 
that  they  did  not  in  general  work  very  frequently  with  mental  health 
agencies,  whereas  social  workers  reported  that  they  did  work  with  them 
quite  often.  Neither  group  works  very  much  with  the  various 
institutions,  but  this  is  probably  in  part  because  the  focus  of  the 
question  was  on  agencies  important  in  ensuring  progress  for  people 
already  in  the  community,  not  for  placement  of  people  out  of  insti- 
tutions. 

Respondents  were  also  asked  to  indicate  if  any  of  the  relationships 
that  they  have  could  be  improved.  The  answers  are  consistent  with 
other  findings  reported  by  the  project.  Overall,  social  workers 
find  that  although  they  work  a  lot  with  various  parts  of  the  DD  Division 
and  its  providers,  it  is  with  them  that  they  have  the  most  difficulties, 
and  similarly,  DD  community  workers  would  like  most  to  improve  rela- 
tionships with  social  workers.  There  were  two  other  groups  with 
whom  both  social  workers  and  DD  community  workers  frequently  indicated 
that  they  would  like  to  improve  their  relationships:  vocational 
rehabilitation  and  mental  health.  A  few  also  mentioned  special 
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education,  generic  community  programs  and  housing  agencies.  Some  of 
the  specific  problems  were  articulated  by  the  social  workers  in  the 
following  quotations: 


•  "Vocational  Rehabilitation  --  this  agency  does  not  seem  to 
want  to  fund  or  work  with  DD's.  Some  clients  could  use  this 
service  and  are  ready  for  it." 

•  "Obtaining  services  for  each  and  every  client  referred  to 
vocational  rehabilitation  is  always  a  battle.  Case  managers 
have  great  difficulty  obtaining  information,  such  as  voca- 
tional evaluations,  medical  exams,  and  psychological  exams. 
Vocational  rehabilitation  has  funds  to  pay  for  these,  and 

we  do  not. " 

•  "Vocational  Rehabilitation  --  cooperative,  but  apparently 
unable  to  meet  client  needs  on  a  timely  basis." 

•  "My  greatest  frustration  would  have  to  be  with  Vocational 
Rehabilitation.  They  are  not  committed  to  serving  DD  clients, 
especially  if  they're  already  involved  with  a  day  program." 

•  "Vocational  Rehabilitation  never  has  enough  funds  to  provide 
needed  services.  The  counselor  is  located  150  miles  away, 
so  seldom  comes,  and  very  rarely  attends  a  HAB  meeting." 

•  "The  only  problem  with  local  day  program  and  group  home 
director  and  staff  is  that  they  are  not  fully  aware  of  how 
the  D.D.D.  and  the  Social  Worker  must  monitor  and  advocate 
for  the  programs  and  the  clients!  Some  awareness  statewide 
to  program  directors  may  solve  this  problem  we  experience 
locally." 

•  "...relationships  with  DD  Division.  It  would  seem  that  they 
need  their  own  case  managers  directly  under  them  not  social 
services." 

§  "I  have  little  or  no  contact  with  our  D.D.  regional  supervisor. 
She  rarely  if  ever  gets  out  into  the  region  to  see  what's 
going  on." 

0  "My  problems  have  come  mainly  from  the  DD  System.  DD  workers 
are  not  trained  to  accept  and  work  with  other  agencies  and 
are  not  (in  general)  very  open  to  trying." 
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•  "I  find  that  DD  Division  has  a  poor  relationship  with  case 
managers.  We  are  expected  to  operate  according  to  DD  'rules 
and  regs'  but  get  no  feedback  on  our  performance  in  those 
areas.  When  I  inquired  as  to  the  completeness  and  quality 

of  IHPs  I  was  informed  that  the  Regional  Supervisor  could  not 
give  me  that  information  --  that  I  would  have  to  get  it  from 
local  program  staff. . .Also,  we  are  not  notified  when  new 
'rules  and  regs'  come  out,  though  we  are  expected  to  work  within 
them." 

•  "Mental  health  does  not  seem  to  want  to  give  help  to  DD  persons, 
even  though  they  obviously  have  emotional  problems.  Our  group 
homes  are  often  inappropriate  because  the  clients  living 

there  are  much  lower  functioning  than  the  person  needing  help. 
I  am  not  trained  to  help  emotionally  disturbed  people  and 
become  very  frustrated  when  Mental  Health  says  the  'primary 
disability'  is  retardation  and  refuses  assistance.  I'd  like 
to  see  Mental  Health  assign  one  worker  to  take  an  active 
part  in  assisting  us,  at  least  handle  these  problems." 

•  "...have  at  times  had  problems  with  mental  health.  Would 
like  to  see  them  more  willing  to  work  with  DD  clients  and 
have  staff  trained  in  dealing  with  mental  health/DD  problems." 


• 


"...mental  health  --  cooperative  with  limited  ability  to  work 
with  DD  individuals  effectively." 


•  "Special  education  has  to  be  pushed  rather  hard  and  con- 
sistently to  get  anything  done." 

•  "I  have  had  problems  with  Special  Education  as  well.  They 
seem  to  feel  that  they  always  know  what's  best  for  a  child  -- 
yery   idealistic.  They  should  stick  to  their  own  area  of 
education  and  leave  the  management  of  foster  homes  to  us." 

•  "...low  income  housing  --  not  enthusiastic  about  DD  rentals 
as  most  renters  are  over  60." 

•  "Community  programs,  such  as  the  Senior  Citizens  Center  and 
some  churches,  are  not  accepting  of  DD  clients  being  involved 
with  their  activities." 


As  can  be  seen  from  these  quotes,  the  source  of  the  frustration  varies 
from  attitudinal  problems  and  lack  of  acceptance  by  some  agencies,  to 
lack  of  adequate  resources  on  the  part  of  the  programs  to  serve  DD 
persons  adequately. 
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Areas  for  Joint  Planning  Among  State  Agencies 

Based  on  the  above  summary  of  the  project's  research,  it  can  be 
concluded  that  at  the  community  level  there  are  coordination  issues 
which  at  the  state  level  involve  the  relationships  among  three 
Departments  -  the  Department  of  Institutions,  the  Department  of 
Social  and  Rehabilitation  Services,  and  the  Office  of  Public  In- 
struction, and  among  three  Divisions  of  the  SRS  -  the  Developmental 
Disabilities  Division,  the  Rehabilitative  Services  Division,  and  the 
Community  Services  Division.  The  extent  that  mechanisms  for 
cooperation  exist  among  these  Departments  and  among  the  Divisions 
of  SRS  will  have  a  positive  impact  on  the  ability  of  these  programs 
to  coordinate  effectively  at  the  community  level.  The  absence  of 
cooperation  at  these  higher  levels,  or  the  presence  of  tensions,  will 
certainly  impede  the  ability  of  services  programs  to  cooperate  at  the 
community  level.  Since  the  effectiveness  of  the  community  services 
to  DD  persons  is  wholly  dependent  on  the  extent  of  coordination 
among  various  services  at  the  community  level,  joint  planning  at  the 
state  level  aimed  at  reducing  barriers  to  coordination,  is  absolutely 
essential.  The  following  identifies  the  types  of  joint  planning 
most  critically  needed  among  these  agencies. 

SRS/Department  of  Institutions 

The  need  for  joint  planning  between  SRS  and  the  Department  of  Insti- 
tutions is  critical,  obviously  as  the  means  to  conduct  deinstitution- 
alization of  DD  persons  in  a  fashion  which  ensures  that  the  DD  persons 
make  a  smooth  transition  to  the  community.  This  requires  preparation 
of  the  client  for  movement  at  the  same  time  the  community  placement 
is  being  readied.  Failure  to  attend  to  either  of  these  concerns  is 
likely  to  diminish  the  effectiveness  of  the  placement.  For  example, 
spokesmen  for  the  Department  of  Institutions  indicated 
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that  it  is  difficult  to  prepare  a  client  for  placement  if  you  do 
not  know  where  or  when  the  placement  is  to  be  made.  SRS,  on  the 
other  hand,  finds  it  difficult  to  move  quickly  to  fill  an  un- 
expected vacancy  in  the  community  from  the  institution  if  clients 
are  not  being  prepared  for  movement  at  the  institution. 

Another  area  in  which  coordination  between  SRS  and  the  Department 
of  Institutions  is  required  is  in  the  area  of  community  mental 
health  services.  Problems  between  DD  personnel  and  community  mental 
health  center  staff  at  the  community  level  are  reported  elsewhere  in 
this  study.  It  is  apparent  that  ultimately  these  problems  will  need 
to  be  addressed  jointly  between  the  two  Departments.  Issues  requir- 
ing address  are:  What  role  is  to  be  expected  of  CMHCS  in  supporting 
the  special  needs  of  certain  groups  of  DD  persons  in  the  community? 
To  what  extent  and  how  would  any  support  agreed  upon  be  financed? 
To  what  extent  and  how  is  training  to  be  made  available  to  CMHC 
personnel  to  enhance  any  additional  capacities  they  may  require  in 
implementing  any  agreed  upon  roles  of  CMHC  personnel? 

SRS/OPI 

Elsewhere  in  this  report,  the  close  relationship  between  community- 
based  DD  services  to  children  and  special  education  services  through 
the  public  schools  is  identified.  Often,  the  abilities  of  DD 
children  to  function  in  the  special  education  program  are  dependent 
on  the  availability  of  other  services  available  to  these  children, 
including  the  residential  services  provided  by  SRS.  Even  more 
important,  however,  is  the  fact  that  special  education  students, 
when  they  graduate,  are  potential  clients  for  adult  DD  services. 
The  extent  of  planning  that  occurs  for  these  students  to  make  this 
transition  frequently  determines  whether,  in  fact,  the  transition  ever 
takes  place.  There  is,  therefore,  a  need  for  planning  between  these 
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two  departments  to  ensure  that  SRS  has  the  information  it 
needs  to  respond  appropriately  to  the  residential  needs  of  in- 
school  children,  as  well  as  the  information  it  needs  to  plan 
appropriately  for  students  targeted  for  graduation  from  special 
education. 

DDD/RSD 

Joint  planning  between  the  Developmental  Disabilities  Division  and 
the  Rehabilitative  Services  Division  is  especially  critical  since 
the  services  provided  by  the  two  Divisions  combine  to  complete  the 
adult  vocational  services  continuum.  The  extent  that  the  Rehabili- 
tative Services  Division  plans  for  DD  clients  who  are  capable  of 
movement  to  a  more  competitive  work  setting  determines  the  extent 
of  movement  that  is  likely  to  take  place.  The  large  number  of  DD 
persons  who  have  been  identified  for  movement  to  more  competitive 
work  settings  over  the  next  four  years  suggests  the  need  for  formal 
planning  between  these  Divisions  to  ensure  the  capacity  RSD  needs 
to  support  appropriate  services  to  these  clients. 

DDD/SSB 

The  working  relationships  between  the  Developmental  Disabilities 
Division  and  the  Social  Services  Bureau  of  the  Community  Services 
Division  are  absolutely  critical  to  the  effectiveness  of  community 
services.  Issues  in  case  management  previously  identified  in  this 
report  describe  some  degree  of  confusion  between  the  two  agencies 
about  their  appropriate  roles.  Moreover,  since  the  Social  Services 
Bureau  has  the  primary  responsibility  for  case  management  to  clients 
servea  by  the  DDD-supported  programs,  problems  it  may  be  experienc- 
ing with  regard  to  case  loads  and  services  coordination  are  critical 
to  the  effectiveness  of  DDD-supported  programs.  Working  these  issues 
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out  will  require  considerable  planning  between  these  agencies  at 
the  state  level . 

2.3.6.   System  Financing 

The  State  of  Montana  makes  a  substantial  financial  commitment  toward 
the  support  of  DD  persons  in  the  community.  In  FY  '80,  for  example, 
total  expenditures  for  community  services  administered  by  the  Develop- 
mental Disabilities  Division  were  $8,607,779.  Based  on  the  undup- 
licated  count  of  clients  served  in  June,  1980,  of  1620,  this  amounted 
to  an  average  expenditure  per  client  of  $5,314.00.  Of  course,  due 
to  the  varying  nature  of  the  services  offered,  some  clients  received 
services  valuing  considerably  more  than  this,  and  others  less.  It 
should  be  pointed  out  too  that  these  expenditures  do  not  include 
other  sources  of  funds  being  relied  on  to  support  community  services. 
Medicaid  and  SSI  are  two  examples  of  major  consequence. 

In  spite  of  this  level  of  commitment,  however,  there  are  a  number  of 
issues  currently  confronting  the  state's  community  services  system 
which  are  directly  related  to  financing,  both  in  terms  of  the  overall 
sufficiency  of  dollars  to  support  certain  services  and  how  these 
dollars  are  currently  allocated. 

These  issues  are  the  following: 

•  The  lack  of  flexibility  in  provider  reimbursement  rate 
schedules  needed  to  individualize  these  services  to 
certain  clients 

•  Excessively  low  reimbursement  rates  for  adult  resi- 
dential services  • 

•  The  growing  urgency  to  invest  substantially  in  the  main- 
tenance and  upgrading  of  existing  residential  facilities 
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Provider  Reimbursement 

Community- based  day  and  residential  programs  are  financed  through 
a  combination  of  sources.  The  primary  or  core  funding  is  provided 
by  the  Developmental  Disabilities  Division  through  a  contracting 
mechanism  with  private  non-profit  provider  corporations.  Individually 
negotiated  contracts  for  services  provide  a  reimbursement  rate  for 
services  against  which  the  contractors  bill  the  state  routinely. 
The  rates  for  services  do  not  include  dollars  for  medical  care, 
personal  needs  of  clients  or  certain  costs  of  day  programs.  However, 
Medicaid  and  SSI  payments  are  counted  on  heavily  by  the  residential 
program  to  finance  health  care  costs  and  food,  clothing,  etc.  Day 
program  costs  are  supplemented  by  contracts  for  goods  and  services 
entered  into  by  work  activity  centers  and  sheltered  workshops.  These 
contracts  are  developed  and  implemented  individually  by  the  indivi- 
dual vocational  programs.  They  provide  the  work  for  which  clients 
are  trained  and  an  income  stream  with  which  to  pay  wages  to  clients 
and  development  costs  associated  with  production.  While  these 
additional  sources  of  funds  are  absolutely  necessary  in  order  to 
provide  community-based  services,  the  core  funding  provided  by  the 
DDD/SRS  supports  the  cost  of  training.  The  manner  in  which  these 
training  funds  are  distributed  has  the  potential  to  impede  the 
effectiveness  of  client  training  services. 

Currently,  there  is  not  a  relationship  between  reimbursement  rates 
for  services  and  the  training  requirements  of  individual  clients. 
Initially,  in  the  establishment  of  community-based  services,  this 
may  not  have  been  as  prominent  a  problem  since  in  all  probability 
clients  were,  as  a  group,  relatively  high  functioning.  Gradually, 
however,  clients  placed  in  the  community  have  come  to  represent  a 
broader  range  of  functioning  abilities,  including  an  increase  in  the 
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number  of  clients  with  severe  handicaps  or  behavior  problems  which 
require  a  more  intense  level  of  services.  Reimbursement  formulas 
have  not  been  modified  to  accommodate  these  gradual  changes  in 
client  characteristics.  This  raises  the  issue  of  the  overall 
rationale  used  in  making  funding  decisions. 

In  general,  the  rationale  appears  to  be  based  more  on  the  history 
of  funding  than  on  any  other  factor.  Wide  variations  in  reimburse- 
ment rates  among  providers  of  vocational  services,  for  example,  seem 
to  relate  to  the  age  of  the  program.  Providers  who  received  their 
initial  contract  early  in  the  process  of  establishing  community-based 
services  were  funded  at  a  higher  rate  than  were  those  who  were 
funded  later.  These  variations  have  been  perpetuated  over  time  by 
the  DDD  policy  of  permitting  annual  across  the  board  percentage 
increases  with  few  adjustments  to  correct  what  are  perceived  by  some 
providers  as  "inequities"  in  funding. 

Regardless  of  the  reasons  for  current  variations,  however,  it  is 
clear  that  they  bear  little  relationship  to  the  particular  clients 
served  by  a  particular  program.  This  lack  of  continuity  between 
reimbursement  rates  and  client  characteristics  contributes  barriers 
to  client  services  in  at  least  two  ways.  First,  clients  with  extra- 
ordinary training  needs  are  not  likely  to  get  these  needs  met 
adequately,  or,  if  they  do,  it  is  at  the  expense  of  services  to 
less  difficult-to-serve  clients.  Since  the  amount  of  resources 
made  available  to  a  provider  remains  constant  regardless  of  the 
intensity  of  services  a  client  may  require,  the  addition  of  difficult- 
to-serve  clients  places  a  strain  on  existing  resources.  This 
cripples  the  ability  of  the  provider  to  address  the  needs  of  these 
clients  in  appropriate  ways  by  restricting  access  to  the  staff  and, 
possibly,  equipment  needed. 

A  second  issue  contributed  by  the  absence  of  continuity  between 
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reimbursement  rates  and  clients  served  relates  to  its  impact  on  the 
higher  functioning  client.  Since  providers  are  "locked  in"  to 
reimbursement  rates  that  do  not  account  for  types  of  clients  to  be 
served,  there  is  not  an  incentive  to  support  the  movement  of  higher 
functioning  clients  to  less  restrictive  settings.  The  probability 
is  that  such  clients  would  be  replaced  by  clients  from  the  insti- 
tution, who  because  of  their  lower  functioning  capacities,  would 
place  considerable  strain  on  existing  training  capabilities.  For 
the  provider,  the  incentives  are,  therefore,  in  the  direction  of 
"holding  on"  to  the  higher  functioning  client  for  whom  available 
training  resources  are  adequate. 

In  raising  this  issue,  the  project  team  is  not  implying  that  pro- 
viders do  not  or  are  not  likely  to  act  in  the  best  interests  of 
clients  served.  It  does,  however,  point  to  a  legitimate  dilemma 
faced  by  providers.  Simply,  this  dilemma  is  whether  to  support  the 
"graduation"  of  a  client  for  whom  current  training  capability  is 
seen  as  minimally  adequate,  in  order  to  accept  a  client  for  whom  ex- 
isting training  capability  is  known  to  be  inadequate.  In  the  absence 
of  a  more  flexible  reimbursement  rate  policy  that  is  responsive  to 
the  particular  clients  served,  a  situation  is  created  wherein  a 
provider  may  feel  the  need  to  balance  the  needs  of  the  client  with 
the  needs  of  the  program. 

Adult  Residential  Financing  Issues 

Throughout  the  current  assessment,  one  of  the  most  common  difficulties 
expressed  by  providers  of  community-based  services  is  the  area  of 
financing  adult  community  home  programs.  The  overall  conclusions 
reached  by  the  consultants  in  this  area  is  that  the  system  has  un- 
real istically  high  expectations  of  the  current  community  home  staff 
and  unreal istically  low  rates  of  compensation. 
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t  Compensation.  On  the  surface,  it  would  appear  that 
community- home  managers  receive  compensation  that  is  considerably 
below  that  of  their  counterparts  in  day  training  programs.  In  one 
community  examined  somewhat  closely  by  the  consultants,  for  example, 
the  compensation  to  community- home  managers  compares  to  that  of 
comparable  positions  in  day  programs  as  follows: 

-  Community  home  manager  $3.58  per  hour 

-  Day  program  aides  3.97-4.28  per  hour 

-  Day  program  instructors  4.95-6.74  per  hour 

In  this  particular  community,  the  responsibilities  of  the  day  program 
instructors  and  the  community- home  managers  are  stated  to  be  comparable. 
Thus,  the  comparison  shows  considerable  discrepancy  between  these 
otherwise  similar  positions. 

The  foregoing  comparison  can  be  slightly  misleading,  however.  In 
fact,  the  group  home  manager  (in  most  instances)  receives  additional 
compensation  not  available  to  the  day  program  instructor,  by  virtue 
of  receipt  of  room  and  board  during  the  days  worked.  While  the  value 
of  these  additional  forms  of  compensation  is  difficult  to  determine, 
they  in  all  probability  bring  the  total  compensation  available  to 
the  group  home  managers  within  the  general  range  of  that  provided 
to  his  or  her  counterpart  in  the  day  training  setting.  But  this, 
too,  can  be  slightly  misleading.  Two  additional  factors  complicate 
the  compensation  situation  for  group  home  staff  and  contribute  to 
apparent  degrees  of  dissatisfaction. 

First,  the  group  home  managers  do  not  typically  reside  in  the 
community-home  seven  days  per  week.  During  their  days  off,  they 
must  make  arrangements  for  alternative  housing  which  for  many  requires 
the  maintenance  of  a  second  home  and  the  expenses  thereof.  This  can 
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and  frequently  does  have  the  effect  of  off-setting  the  benefit 
derived  from  living  in  the  community  home.  While  the  community  home 
provides  shelter  at  no  costs,  and  thus  provides  an  additional  form 
of  compensation,  the  fact  that  a  separate  residential  arrangement 
is  required  cancels  the  effects  of  that  benefit,  thus,  rendering 
the  group  home  manager  a  level  of  compensation  that  is  again  lower 
than  that  of  the  counterpart  in  the  day  training  setting.  Second, 
the  community  home  manager  does  not  receive  compensation  for  the 
time  spent  in  the  group  home  over  night.  As  frequently  happens,  the 
manager  is  called  upon  to  provide  client  supervision  during  this 
period,  due  to  illness  or  other  unexpected  problems  which  the  clients 
may  have.  Even  if  this  does  not  occur,  the  manager  certainly  is 
on  call  to  provide  such  services.  For  this  aspect  of  the  job, 
however,  there  is  no  compensation.  Compensation  is  made  on  the 
basis  of  a  forty  hour  work  week  which  includes  eight  hours  of  train- 
ing and  supervision  for  each  of  five  days.  This  includes  approxi- 
mately two  hours  in  the  morning  prior  to  client  departures  for  the 
work  setting  and  approximately  six  hours  in  the  afternoon  and  evening 
following  the  clients'  return  from  work  and  until  bedtime. 

•  Staffing  Levels.  There  is  some  evidence  reported  to 
and  observed  by  the  consultants  which  suggests  a  lack  of  realism 
incorporated  into  the  existing  staffing  model  with  respect  to  the 
tasks  to  be  performed  by  community- home  staff.  This,  of  course,  is 
a  function  of  the  reimbursement  rates  for  these  services.  Community- 
home  managers  have  three  areas  of  major  responsibility  -  home 
management,  client  supervision,  and  client  training.  Home  management 
includes  such  tasks  as  purchase  of  groceries  and  other  commodities, 
menu  planning,  budgeting  and  financial  management,  and  general  home 
maintenance.  Home  maintenance  often  involves  certain  repairs. 
While  it  is  expected  that  these  repairs  would  be  purchased  with  funds 
budgeted  for  this  purpose,  often  these  are  not  sufficient.  In  lieu 
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of  purchasing  such  work,  therefore,  the  group  home  manager  is 
reported  frequently  to  undertake  these  tasks,  or  to  arrange  for 
them  to  be  undertaken  by  someone  who  will  not  charge  for  these 
services.  In  this  event,  this  can  consume  large  portions  of  the 
time  of  the  staff  member.   Client  supervision  involves  time  spent 
with  the  clients  that  is  unrelated  to  formal  training  but  required 
nonetheless  in  the  daily  lives  of  the  clients.   This  includes  the 
supervision  of  cooking,  grooming,  cleaning,  washing,  shopping,  etc. 
Formal  training  is  provided  to  each  client  according  to  the  require- 
ment of  the  IHP.  This  includes,  minimally,  two  formal  training 
programs  for  each  client,  each  conducted  with  varying  degrees  of 
frequency,  again  determined  by  the  IHP.  Included  in  the  time  re- 
quirements for  informal  training  is  the  preparation  of  the  Individual 
Program  Plans  (IPPs),  administering  these  programs,  and  documenting 
the  results. 

In  the  current  study,  no  effort  was  made  to  perform  detailed 

time  studies  on  the  qroup  home  manaqer's  position  to  deter- 
mine the  extent  to  which  these  responsibilities  can  be  undertaken 
reasonably  and  effectively.  In  view  of  the  general  feeling  among 
providers  and  community-home  management  staff  that  responsibilities 
are  unreal isitic,  however,  the  consultants  searched  for  any  informa- 
tion in  this  area  that  may  have  been  developed  by  a  particular 
provider.  The  following  summarizes  an  analysis  conducted  for  one 
residential  program.  In  presenting  this  illustration,  the  project  team 
neither  affirms  nor  denies  its  accuracy  and  assumes  than  even  if 
accurate  in  this  setting,  the  time  estimates  for  various  tasks  may 
vary  in  another  program.  Neither  has  the  project  undertaken  a 
critical  analysis  of  this  data.  Its  value  in  this  discussion  is 
an  example  of  the  potential  for  work  requirements  to  exceed  the  time 
available  and  thus  to  contribute  obstacles  to  effective  training. 
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The  time  requirements  for  an  individual  trainer  are  listed  in  three 
general  categories  -  formal  training  (IHP  and  IPP  preparation  and 
administration),  general  supervision,  and  other  responsibilities 
which  include  home  management  and  certain  types  of  specialized 
client  supervision.  In  the  area  of  formal  training  it  is  estimated 
that  an  individual  trainer  should  spend  up  to  four  hours  per  day  or 
twenty  hours  per  week.  This  includes  time  expended  in  preparing 
needed  plans,  and  administering  the  two  formal  programs  four  times 
a  week  for  four  clients.  Various  paper  work  tasks  associated  with 
the  training  programs  are  included.  General  supervision  is  estimated 
to  consume  approximately  eight  hours  per  day  or  forty  hours  per 
week  in  this  example.  Included  is  approximately  one  hour  per  day 
or  five  hours  per  week  performing  functions  that  do  not  include 
direct  client  supervision  but  recording  information  and  establishing 
contact  with  families,  social  worker,  and  others  on  behalf  of  indi- 
vidual clients.  Other  responsibilities  are  estimated  to  require 
up  to  twenty-five  hours  per  week  for  each  trainer.  These  are,  of 
course,  varied,  and  would  be  expected  to  contribute  the  greatest 
variable  in  any  attempt  to  generalize  this  information  on  a  system- 
wide  basis.  In  this  example,  such  tasks  are  included  as  receipt  of 
training  from  the  RCT,  staff  meetings  with  the  supervisor,  purchasing, 
transporting  clients  for  non-work  related  purposes,  meetings  with 
associates,  families,  and  others  -  home  and  van  maintenance,  prepar- 
ing grocery  lists  and  menus,  and  certain  types  of  intervention 
activities  to  resolve  client  disputes,  problems  and  maladaptive 
behavioral  episodes. 

On  balance  in  this  example,  it  is  suggested  that  in  order  to  complete 
necessary  responsibilities,  the  community- home  trainer  would  be 
required  to  work  up  to  eighty-five  (85)  hours  weekly: 
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Formal  training  20  hours  weekly 

Daily  duties/supervision      40  hours  weekly 
Other  responsibilities       25^  hours  weekly 

85  hours  weekly 

This  would  require  a  seventeen  hour  day,  in  this  example,  for  each 
of  two  community- home  trainers.  When  asked  about  how  this  work- 
load is  completed  within  the  time  available,  the  most  frequent 
response  by  providers  was  that  it  is  not  completed.  Rather,  the 
things  are  done  that  requ i re  attention.  The  most  frequently  slighted 
aspect  of  the  program,  according  to  some  providers  is  the  on-going 
formal  training.  When  asked  about  how  the  program  can  get  by 
routine  monitoring  of  SRS/DDD  under  these  circumstances,  where 
training  is  not  provided  to  the  extent  required,  some  providers 
indicated  that  they  do  what  they  can  and  report  what  they  must. 

It  is  not  known  to  the  consultants  the  extent  to  which  this  actually 
occurs,  but  upon  observation,  it  is  clear  that  resources  can  be 
stretched  thin  during  the  time  that  clients  are  in  the  home.  During 
these  times,  a  crisis  management  environment  is  likely  to  exist 
requiring  staff  to  devote  the  bulk  of  training  and  supervision  to 
a  small  number  of  difficult-to-serve  clients.  This,  in  turn,  creates 
the  likelihood  that  on-going  training  specified  for  all  clients  in 
each  IPP  is  carried  out  only  in  the  most  fragmented  way. 

Taking  these  factors  into  consideration,  the  group  home  manager's 
position  is  not  perceived  to  be  entirely  desirable.  Symptomatic 
of  the  potential  undesirability  of  the  position  is  the  high  turn- 
over rates  among  group  home  staff  and  recruitment  difficulties. 
While  the  rate  of  turnover  varies  from  program  to  program,  it  is 
reported  to  be  a  major  problem  in  programs  throughout  the  state. 
In  recruiting  staff,  providers  report  the  need  to  compromise  certain 
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essential  qualifications  and  experience  in  order  to  fill  available 
positions. 

These  difficulties  also  have  direct  impact  on  the  training  capabil- 
ities of  the  state.  High  rates  of  turnover  require  greater 
amounts  of  training.  With  the  amount  of  training  resources  current- 
ly available,  there  is  a  high  likelihood  that  staff  who  are  re- 
cruited for  community  home  positions  will  not  receive  formal 
training  for  some  considerable  period  of  time  following  their  em- 
ployment. The  training  that  can  be  made  available  to  them  on  an 
in-house  basis  varies  according  to  time  and  resources  available  and 
is  likely,  at  best,  to  be  insufficient.  It  is  highly  likely,  in 
view  of  these  considerations,  that  the  program  of  residential 
training  does  not  offer  each  client  the  amount  of  training  con- 
sidered necessary  to  address  the  potential  of  the  client  to  live 
more  independently  within  a  reasonable  period  of  time. 

Residential  Facility  Maintenance  and  Upgrading 

A  Housing  Resource  Supplement  to  this  report  is  devoted  in  its 
entirety  to  a  discussion  of  alternative  financing  available  to  the 
State  of  Montana  to  support  the  development  and  upgrading  of  facili- 
ties needed  to  house  DD  persons  in  the  community.  The  purpose  of 
including  this  major  component  of  work  in  the  current  assessment  is 
to  assist  the  state  in  deciding  how  it  will  address  both  the  declining 
conditions  of  existing  facilities  and  the  need  to  acquire  alternative 
facility  types  needed  to  expand  existing  residential  services.  The 
reader  is  urged  to  review  this  supplement  for  information  vital  to 
the  state's  capacity  to  address  these  problems. 

A  major  problem  addressed  by  this  information  concerns  the  condition 
of  existing  community  homes.   In  Section  4.8  of  the  supplement, 
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it  is  stated  that: 

"The  recent  survey  of  ten  community  homes  by  the  Department 
of  Social  and  Rehabilitation  Services  found  that  on  the 
average,  those  ten  randomly  selected  homes  needed  improve- 
ments amounting  to  $16,689.  This  included  $5,820  for  repairs 
to  make  the  houses  accessible  to  the  physically  handicapped; 
$8,691  for  basic  repairs  to  the  structures  and  $2,178  for 
improvements  needed  to  make  the  home  more  energy  efficient.... 
if  these  ten  group  homes  are  typical  of  the  total  51  group 
homes  currently  in  the  state,  there  is  a  need  for  appro- 
ximately $850,000   worth  of  repairs  to  group  homes  over 
the  state." 

In  order  to  finance  these  activities,  it  would  be  necessary  for  the 
state  to  expend  approximately  eleven  percent  (11%)  of  its  FY  '80 
total  expenditures  for  services  administered  by  the  Developmental 
Disabilities  Division.  This  would  not  only  place  a  large  financial 
burden  on  the  state,  but  also  would  jeopardize  the  state's  ability 
to  make  needed  improvements  in  other  services  to  support  these 
populations.  Of  course,  some  of  these  facility  improvements  can 
wait  and/or  be  phased  in  gradually  over  a  period  of  years.  Others, 
however,  cannot,  particularly  those  having  to  do  with  client  safety 
and  access.  The  inaccessibility  of  many  facilites,  for  example, 
places  barriers  on  their  use  by  severely  physically  handicapped 
clients  and  those  who  are  elderly. 

Currently,  the  state  has  no  long-range  plan  or  financing  strategy 
to  address  the  problem  of  maintaining  and  upgrading  its  community 
residential  facilities.  An  SRS  budget  request  to  the  1981  session 
of  the  State  Legislature  for  funds  to  begin  making  improvements  was 
not  included  in  the  Governor's  recommended  budget.  According  to 
information  currently  available  to  the  consultants,  no  alternative  has 
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been  proposed.  It  is  difficult  to  imagine  the  full  magnitude  or 
impact  on  the  state's  budget  and  services  capability  should  neglect 
of  community  residential  facilities  continue  in  the  years  ahead. 
Since  these  homes  provide  the  foundation  of  the  community  services 
system,  it  is  clear  that  some  strategy  is  needed  to  protect  this 
vital  resource. 

2.3.7.  Accountability 

What  mechanisms,  procedures,  controls  are  in  place  to  ensure  that 
community  services  to  DD  persons  are  appropriate  and  have  their 
desired  effect  on  the  State's  overall  goals  for  the  DD  population? 
A  series  of  questions  was  designed  to  be  answered  by  providers, 
case  managers  and  DDD  regional  staff  to  get  some  idea  of  their 
perceptions  about  what  makes  the  system  work,  and  to  identify  any 
issues  that  they  may  feel  need  to  be  addressed  with  respect  to  this 
general  concern.  These  questions  related  to  four  general  areas 
which  are  identified  and  described  as  follows: 

c  Case  Finding.  The  intent  of  this  question  was  to 
determine  who  in  fact  has  the  responsibility  for  identifying  poten- 
tial clients  of  DD  services,  that  is,  DD  persons  who  may  need 
services.  The  question  assumes  that  in  order  for  community  services 
to  benefit  the  DD  population,  some  formal  mechanism  needs  to  exist 
whereby  DD  persons  are  found  and  identified  relative  to  the  services 
they  require. 

•  Obtaining  Needed  Services.  The  intent  of  this  question 
was  to  determine  who  in  fact  has  the  responsibility  to  find  the 
services  that  the  client's  IHP  says  are  needed.  The  question  assumes 
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that  each  client's  needs  are  different  so  therefore  the  services 
required  by  each  may  also  be  different.  It  is  necessary  for  some- 
one to  use  the  IHP  as  the  basis  for  conducting  a  search  of  service 
resources  which  are  most  appropriate  for  the  client,  and  then  to 
act  on  behalf  of  the  client  to  provide  linkage  with  those  services. 
Without  someone  assuming  this  function,  the  client  is  likely  to  be 
provided  only  those  services  known  to  be  available.  This  increases 
the  risk  of  force-fitting  clients  to  services  rather  than  tailoring 
a  service  plan  that  is  responsive  to  the  IHP. 

•  IHP  Implementation  Monitoring.  Who  assumes  the  respon- 
sibility for  monitoring  the  extent  to  which  the  service  goals 
established  by  the  IHP  are,  in  effect,  being  implemented  by  pro- 
viders of  service?  The  intent  of  this  question  is  to  determine 
what  controls  exist  to  ensure  that  the  intent  of  the  HAB  team  is 
being  carried  out  between  meetings  of  the  HAB  team.  Since  the  HAB 
team  meets  only  every   six  months,  it  does  not  seem  desirable  that 
this  much  time  should  pass  before  the  HAB  team,  itself,  can  monitor 
the  extent  of  implementation. 

t  IHP  Appropriateness.  By  what  mechanism  is  it  determined 
that  the  goals  established  in  the  IHP  are  in  fact  the  most  appropri- 
ate ones  for  the  client?  The  intent  of  this  question  is  to  deter- 
mine the  extent  to  which  the  HAB  team  is  itself  accountable  -  to 
whom  and  for  what?  This  question  acknowledges  the  critical  role 
played  by  the  HAB  team  in  determining  what  happens  to  a  client,  not 
only  on  a  daily  basis  but  in  many  respects  for  a  lifetime.  The  HAB 
team  actually  plans  for  the  client,  makes  judgments  about  what  the 
client  is  able  to  achieve,  and  determines  a  course  of  action  for  that 
client  designed  to  facilitate  whatever  achievement  is  possible.  Is 
there  any  way  for  the  HAB  team  to  feel  confident  that  what  it  is 
recommending  for  a  client  is  best  for  that  client? 
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•  Provider  Accountability.  By  what  process  or  mechanism 
is  the  provider  held  accountable  for  services  provided  to  the 
client?  The  intent  of  this  question  is  to  determine  what  controls 
exist  in  the  system  to  ensure  that  providers  are  responsive  both  to 
the  general  contractual  requirements  they  have  with  the  DDD  and 

to  individualized  client  goals  established  by  the  HAB  team.  This 
question  assumes  the  need  for  a  degree  of  state  control  over  the 
service  resources  entrusted  by  the  general  public. 

The  following  summarizes  the  results  of  the  project's  investigations 
in  these  areas  and  makes  some  general  conclusions  with  respect  to 
the  extent  and  appropriateness  of  controls  present  to  ensure  the 
system's  responsiveness  to  DD  persons. 

•  Case  Finding.  There  does  not  appear  to  be  a  formal 
designation  of  responsibility  for  this  function.  The  most  common 
response  is  that  it  is  everyone's  responsibility  -  that  is,  the 
Developmental  Disabilities  Division  (Regional  Staff),  Social 
Services,  and  providers.  One  respondent  reported,  for  example,  that 
"regardless  of  whose  responsibility  it  is,  it  gets  done."  Upon  exam- 
ining individual  responses  of  social  service  workers  and  community 
workers,  the  consultants  found  that  there  is  some  degree  of  confusion 
about  who  does  what.  For  example,  some  see  the  DDD  as  having 
responsibility  for  identifying  potential  DD  persons  on  a  statewide 
basis,  that  is,  persons  from  institutions  and  from  other  areas  of 
the  state  who  may  require  services  within  a  particular  region,  while 
the  social  worker  has  responsibility  for  finding  cases  within  the 
immediate  community.  Others,  however,  believe  otherwise.  They 

see  the  DDD  as  having  responsibility  for  finding  all  cases  and 
maintaining  waiting  lists,  while  the  social  worker  is  responsible 
for  obtaining  the  necessary  information  about  clients  to  determine 
eligibility.  Providers  generally  see  their  responsibility  as 
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referring  anyone  who  may  request  services  to  the  social  worker. 
Some  providers  are  not  at  all  sure  who  has  this  responsibility.  One 
respondent,  for  example,  said  that  no  provider  has  a  contract  for 
case  finding  and  therefore  it  is  assumed  at  least  that  the  provider 
is  not  responsible. 

One  fact  seems  clear:  there  is  no  apparent  formalized  mechanism  or 
responsibility  for  finding  DD  persons  who  need  services.  Whatever 
process  is  used,  this  process  seems  to  vary  widely  among  different 
locations  in  the  state,  depending  on  how  it  is  worked  out  in  these 
locations. 

•  Obtaining  Needed  Services.  In  general ,  respondents 
misunderstood  the  intent  of  this  question,  a  problem  for  which  the 
consultants  take  responsibility.  The  intent  of  the  question  is  to 
determine  who  is  responsible  for  locating  the  appropriate  services 
needed  by  a  client  and  specified  in  the  IHPs.  Most  respondents 
interpreted  this  to  mean  who  is  responsible  to  see  that,  once 
selected,  providers  actually  provide  the  services  needed.  Among 
respondents  who  did  understand  the  intent  of  the  question,  however, 
there  does  not  seem  to  be  a  recognition  of  a  formal  responsibility 
designation  in  this  area. 

Social  workers'  responses  indicated  their  heavy  reliance  on  regional 
DDD  staff  to  identify  services  which  may  be  appropriate  and  available 
to  meet  identified  client  needs.  When  this  response  is  compared 
to  responses  by  social  workers  in  other  parts  of  the  survey,  it  is 
evident  that  there  are  three  reasons  for  this  reliance.  One  is 
that  social  workers  as  a  group  feel  that  they  have  insufficient 
understanding  of  the  needs  of  DD  persons  to  make  a  determination  of 
which  available  services  may  be  most  appropriate.  Another  is  the 
time  factor.  Social  workers  feel  that  they  do  not  have  time  to  do 
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much  more  than  run  the  IHP  team  meetinqs.  Finally,  there  is  the 
feeling  that  DDD  regional  staff  have  a  much  broader  understanding 
of  services  available  than  do  social  workers. 

DDD  regional  staff  responses  seem  to  indicate  that  this  is  the 
responsibility  of  the  IHP  team  itself.  There  is  some  concern  that 
if  the  responsibility  is  given  to  any  one  person,  turf  problems  are 
highly  likely  to  ensue.  Regional  staff  also  indicate  that  it  is 
the  responsibility  of  each  agency  to  examine  its  own  resources  as 
the  means  for  determining  what  is  available. 

From  these  responses  the  consultants  conclude  that  this  is  a  sensi- 
tive issue,  accompanied  by  a  certain  degree  of  "passing  the  buck," 
a  lack  of  information  about  services  which  may  be  available  outside 
the  immediate  community,  and  an  unwillingness  on  the  part  of  any 
single  participant  to  be  too  aggressive  in  saying  who  ought  to 
provide  what  services.  As  a  result,  the  IHP  is  formulated  with  a 
sense  of  what  is  available  and  that  plays  a  large  part  in  determin- 
ing what  service  goals  are  actually  set  down.  Therefore,  by  the 
time  the  IHP  is  completed,  there  is  no  real  problem  with  obtaining 
needed  services  since  this  is  implicitly  negotiated  in  the  process. 
Under  these  circumstances,  the  IHP  is  a  reflection  more  of  what 
exists  than  of  what  is  needed  by  the  client. 

•  IHP  Implementation  Monitoring.  Most  respondents  believe 
that  IHP  implementation  monitoring  is  the  responsibility  of  the 
social  workers  and  that  DDD  regional  staff  have  responsibility  to 
monitor  provider  contracts.  There  is  an  important  difference 
between  these  two  types  of  monitoring.  Provider  contract  monitoring 
is  performed  to  determine  whether  the  provider  is  carrying  out  the 
terms  of  the  contract.  However,  since  the  type  of  training  required 
for  each  individual  client  cannot  have  been  specified  in  the  pro- 
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vider  contract  (this  varies  according  to  the  directives  of  the  HAB 
team),  there  must  be  another  monitoring  mechanism  to  attend  to 
this  important  matter.  This,  therefore,  is  the  responsibility  of 
the  social  worker  as  chairperson  of  the  HAB  team. 

While  the  responsibility  appears  clear,  the  problems  in  implement- 
ing this  responsibility  are  formidable.  The  greatest  of  these  is 
the  time  available  to  the  social  worker  to  do  this  job  effectively. 
Many  report  that  they  cannot  do  the  job  with  available  time.  For 
example,  one  response  indicated  that 

•  "Case  managers  are  supposed  to  be  checking  monthly 
to  determine  whether  the  goals  are  being  met.  I  do 
not  have  the  time  to  do  this.  Consequently,  at  times 
six  months  pass  and  the  providers  have  not  even  begun." 

With  caseloads  as  high  as  they  are,  the  most  that  can  be  hoped  for 
is  "reactive  monitoring";  that  is,  if  there  is  some  indication  that 
clients  are  not  getting  what  the  IHP  requires  -  as,  for  example, 
through  a  complaint  from  a  family  member  or  some  other  source,  they 
can  then  deal  with  the  issue  on  that  basis.  Otherwise,  ongoing 
monitoring  between  HAB  team  meetings  is  not  likely  to  occur,  at 
least  not  by  the  social  worker. 

•  IHP  Appropriateness.  Respondents  agree  that  the  primary 
mechanism  that  exists  to  ensure  that  the  client  goals  set  forth 

in  the  IHP  are,  in  fact,  the  most  appropriate  ones  for  the  client 
is  the  requirement  for  a  consensus  agreement  among  all  participants. 
While  the  project  team  recognizes  the  value  of  this  approach  from 
the  viewpoint  of  the  client,  it  would  seem  to  be  effective  only 
when  each  participant  from  whom  a  consensus  is  required  has  a 
reasonably  independent  knowledge  of  the  client.  This  is  not  always 
the  case.  Due  to  the  constraints  on  the  time  of  the  social  workers, 
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for  example,  it  is  not  likely  that  a  social  worker  will  have  an 
adequate  working  knowledge  of  a  client's  abilities,  nor  is  it 
likely  that  the  DDD  regional  staff  will  have  this  information. 
Generally,  the  most  detailed  information  about  the  client  will  be 
that  of  the  provider,  who  is  not  an  altogether  objective  party  in 
the  IHP  process.  In  the  absence  of  sufficient  information  gained 
from  personal  experience  with  the  client  on  the  part  of  other 
participants  in  the  IHP  process,  it  is  likely  that  the  information 
presented  by  the  provider  will  dominate.  Consensus  in  this  context 
may  mean  consensus  about  what  the  provider  indicates  that  the 
client  needs.  This  comment  by  a  DDD  community  worker  illustrates 
this  potential : 


t  "The  IHP  (team)  as  a  group  should  attend  to  the 
appropriateness  of  each  goal.  I  do  not  feel  this 
works  very  well.   Instead,  the  IHP  seems  to  be  a 
rubber  stamp  for  what  each  program  has  decided  to  do." 


A  social  worker  expressed  this  concern  more  positively: 


"The  IHP  team  is  supposed  to  make  goals  for  the  clients. 
I  myself  have  a  lot  to  learn  in  what  goals  are  realistic 
and  appropriate  for  a  client.  As  a  result,  the  local 
providers  are  the  experts  in  this  field  and  are  relied 
upon  for  making  most  of  the  goals  which  the  team  discusses 
and  approves  or  disapproves.  I  feel  we've  been  lucky 
in  that  we  on  the  IHP  team  have  the  best  interest  of  the 
client  in  mind  but  could  use  more  training  and  expertise 
to  be  more  effective." 


The  respondents  generally  express  reliance  on  the  "pre-testing"  or 
assessment  that  is  performed  for  each  client,  which  yields  data  to 
the  HAB  team  for  use  in  individualized  client  planning.  There  is, 
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however,  some  discomfort  with  relying  solely  on  that  as  the  basis 
for  decision-making.  One  community  worker  expressed  the  concern 
as  follows: 


"Each  program  adopts  the  use  of  an  assessment  tool. 
Goals  are  set  as  a  result  of  the  findings  when  the 
assessment  is  administered  for  each  client...  (This) 
mechanism  works  as  well  as  can  be  expected  given  the 
lack  of  an  assessment  tool  that  has  an  acceptable  relia- 
bility and  validity  and  the  difference  in  interpretation 
and  expectations  on  the  part  of  the  person  administering 
the  assessment." 


A  social  worker  said: 


•  "I  don't  feel  there  is  a  clear-cut  or  adequate  accounta- 
bility system.  Skills  assessments  are  often  unrealistic 
which  leads  teams  to  invalid  conclusions  regarding 
client  goals." 


If  the  potential  for  the  provider  to  dominate  and  the  subjectivity 
of  the  assessment  instruments  used  are  potential  barriers  to  ensuring 
that  goals  set  forth  in  the  IHP  are  in  fact  the  most  appropriate, 
what  is  needed  to  overcome  these  problems?  Respondents  generally 
feel  that  the  extent  of  their  own  personal  knowledge  of  the  client 
provides  the  needed  balance.  One  community  worker  responded  by 
saying: 

t  "Knowing  the  client  is  the  best  resource  I  have." 

A  social  worker  said: 


•  "How  well  I  can  ensure  appropriate  goals  depends  on 
how  much  time  I  can  spend  at  the  activity  center  talking 
and  watching." 


This  brings  this  particular  analysis  back  to  an  earlier  point. 


150 


Social  workers  do  not  have  the  time,  apparently,  given  the  extent 
of  current  responsibilities,  to  develop  the  level  of  personal 
knowledge  about  a  client  needed  to  ensure  appropriate  planning. 

•  Provider  Accountability.  In  response  to  the  question 
"What  can  you  do  to  ensure  that  a  provider  delivers  appropriate  and 
effective  services  to  a  DD  client?"  social  workers  expressed  a 
general  feeling  of  powerlessness  to  effect  any  change  they  feel  may 
be  needed.  After  discussing  the  matter  with  the  provider,  if 
nothing  happens,  their  next  recourse  is  the  DDD  regional  staff. 
Examples  of  social  workers'  comments  in  this  regard  are  the  following: 


"I  cannot  ensure.  I  can  give  my  complaints  to  the 
provider,  if  no  change,  then  to  the  DD  Division.  Often- 
times their  hands  may  be  tied,  as  Boards  of  Directors 
of  the  local  provider  program  has  say.  I  can  also 
complain  to  the  Board  of  Directors.  However  all  of  this 
takes  time  and  energy  with  no  assurance  to  change." 


t  "I  do  not  know  any  way  to  force  a  provider  to  change 
his  services  if  it  were  inappropriate  or  ineffective. 


•  "I  don't  see  the  case  manager  as  having  much  power  to 
negotiate  with  providers  when  there  are  problems. 
Usually  the  only  alternative  is  a  written  complaint  to 
the  DDD  Regional  Supervisor." 


Regional  DDD  staff  (Community  workers)  report  similar  difficulties. 
Though  they  have  a  contract  monitoring  procedure,  there  is  little 
they  feel  they  can  do  to  require  certain  changes  that  might  be  needed. 
For  example: 


•  "One  can  monitor  the  client's  programs,  one  can  ensure 

that  data  is  done  but  one  cannot  ensure  that  programs 

are  always  being  done  appropriately  and  that  data  is  not 
being  padded." 
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t  "...persuade,  influence,  and  talk. 
•  "...cannot..." 


•  "If  there  are  problems,  find  a  solution.  In  my  case 
this  works  most  of  the  time." 


In  pursuing  this  matter  further,  the  consultants  discussed  this 
issue  with  top  level  management  in  the  DDD.  This  revealed  that 
there  is  nothing  in  the  way  of  a  formal  policy  which  describes  a 
course  of  action  in  the  event  that  a  provider  fails  to  produce 
appropriately.  The  fact  that  a  course  of  action  is  not  prescribed 
is  a  potential  obstacle  to  those  in  the  field  who  may  see  the  need 
to  bring  about  certain  corrective  actions.   In  effect,  the  system 
does  not  have  in  place  the  mechanism  to  back  workers  up  as  they 
attempt  to  carry  out  their  jobs.  This  can  lead  ultimately  to 
a  provider-dominated  system,  whereby  there  is  no  ultimate  defined 
check  and  balance  on  the  privately  incorporated  provider  sector. 

The  presence  of  these  checks  and  balances  and  the  willingness  to 
use  them,  in  the  unlikely  event  that  they  are  required,  would  add 
a  needed  dimension  to  the  overall  structure  for  managing  DD 
services. 


2.4  SUMMARY  AND  CONCLUSIONS 

The  preceding  discussions  have  presented  characteristics  desired 
for  a  system  of  community  services  to  developmentally  disabled 
persons  and  an  analysis  of  issues  identified  through  this  project 
pertaining  to  the  capability  of  community  services  in  Montana  to 
serve  DD  persons  appropriately.  This  analysis  summarizes  these  issues 
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within  the  framework  of  desired  system  characteristics  and  in  this 
way  makes  certain  conclusions  about  the  extent  to  which  Montana's 
community  services  have  these  desired  characteristics. 

2.4.1  Presence  of  a  continuum  of  services  that  explicitly  provides 
DD  individuals  with  the  opportunities  to  acquire  additional 
skills  and  to  operate  at  their  enhanced  skill  levels  with 
greater  and  greater  efficiency. 

While  the  design  for  community  services  to  DD  adults  in  Montana 
recognizes  the  concept  of  a  continuum,  certain  gaps  in  services 
make  it  difficult  for  clients  to  move  through  services.  Specifically: 

t  There  is  a  need  for  greater  variety  of  semi -independent 
living  settings.  The  transition  from  the  community 
home  to  the  semi -independent  living  program  as  currently 
structured  is  too  abrupt  for  many  clients. 

•  The  social  services  system  has  only  a  limited  capacity 
to  receive  and  provide  an  appropriate  level  of  services 
to  DD  persons  who  may  be  ready  to  graduate  from  the 
semi -independent  living  program  to  independent  living. 

•  There  is  a  need  for  variations  in  the  sheltered  work 
program  to  accommodate  clients  for  whom  access  to  the 
active  VR  caseload  is  unlikely  or  denied  but  also  who 
are  capable  of  a  level  of  work  that  is  more  competitive 
and  remunerative  than  that  provided  in  the  work  activity 
center  program.  The  absence  of  this  component  in  the 
vocational  services  continuum  blocks  the  movement  of 
higher  functioning  clients  who  may  be  able  to  benefit 
from  VR  services  and  progress  to  competitive  employment. 
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2.4.2.  The  presence  of  a  range  of  services  types  aimed  at  accommodating 
the  range  of  specific  disabilities  and  needs  of  DD  individuals. 


The  concept  of  a  range  or  variety  of  services  types,  addressing 
the  needs  of  persons  with  specific  handicapping  conditions,  is 
generally  not  recognized  in  Montana's  design  for  community  services 
for  DD  persons.  Specifically: 

•  There  does  not  exist  an  intensive  services  capability 

for  severely  and  profoundly  handicapped  clients  and  clients 
with  maladaptive  behavior  problems.  The  placement  of 
these  clients  in  existing  settings  places  a  serious  and 
critical  strain  on  existing  resources,  jeopardizes  the 
training  and  program  continuity  for  less  difficult-to- 
serve  clients,  and  contributes  to  a  crisis  management 
environment. 

c  There  does  not  exist  a  specialized  age-specific  services 
capability  for  elderly  DD  persons.  Their  placement  in 
existing  settings  results  in  their  being  provided  in- 
appropriate training  and  contributes  to  blockages  in  the 
client  pathway  due  to  the  low  likelihood  of  their  move- 
ment to  more  independent  settings. 

•  Many  specialized  health  and  rehabilitative  services 
required  by  DD  persons  to  overcome  handicapping  conditions 
which  prevent  their  benefiting  from  specialized  training 
services  are  unavailable  and/or  inaccessible  to  them  in 
the  community.  Factors  include  the  inadequacy  of  existing 
purchasing  mechanisms,  concentration  of  certain  types 

of  providers  toward  urban  areas  and  away  from  rural 
areas  and  a  lack  of  understanding  of  and  skills  to 
provide  services  to  DD  persons  on  the  parts  of  other 
providers. 
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•  There  is  a  need  for  more  types  of  alternative 

specialized  residential  settings  for  DD  children  who 
are  unable  to  remain  in  their  natural  homes. 


2.4.3.  The  presence  of  mechanisms  for  determining  individual 
client  needs  and  for  meeting  those  individual  needs 
through  individualized  service  planning  and  provision. 


Montana's  design  for  community  services  for  DD  persons  explicitly 
recognizes  the  need  for  individualized  service  planning  through  its 
case-management  system.  However,  there  are  certain  critical 
problems  which  cripple  this  system's  ability  to  provide  the  level 
of  individualized  services  required.  Specifically: 


• 


There  is  a  lack  of  clarity  of  roles  and  relationships 
for  certain  key  aspects  of  the  case  management  function, 
particularly  in  terms  of  social  workers  and  DD 
community  workers,  resultinq  in  duplicative  efforts  in 
some  areas  and  insufficient  actions  in  others. 


•  Caseload  characteristics  interfere  with  optimum  function- 
ing by  social  workers.   It  is  not  possible  for  case 
managers  to  perform  the  scope  and  depth  of  responsibilities 
required. 

•  Insufficient  training  is  provided  social  workers  thus 
impeding  their  effectiveness  in  planning  services  for 
DD  persons  generally. 


2.4.4.  The  presence  of  mechanisms  for  coordinating  and  managing 
services  at  the  aggregated  agency  levels  and  individual 
client  level,  particularly  when  more  than  one  provider  is 
required  at  any  one  point  in  time  and  over  a  period  of  time. 

Montana's  design  for  community  services  is  hampered  by  an  apparent 
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lack  of  formal  planning  and  coordination  among  state  agencies  and 
Departments  at  all  levels.  As  a  result,  persons  charged  with  the 
responsibility  to  initiate  coordination  on  behalf  of  clients  at  the 
community- level  are  experiencing  a  host  of  problems  obtaining  the 
cooperation  needed.  Specifically: 

t  There  is  a  need  for  formalized  joint  planning  between 
the  Departments  of  Institutions  and  Social  and  Rehabili- 
tation Services  to  formulate  policies  and  strategies 
to  facilitate  improved  coordination  between  DD  providers 
and  CMHCs. 

•  There  is  a  need  for  formalized  planning  between  the 
Department  of  Social  and  Rehabilitation  Services  and 
the  Office  of  Public  Instruction  to  anticipate 

and  plan  for  the  entry  into  community 

services  of  graduating  special  education  students. 

•  There  is  a  need  for  improved  planning  and  coordination 
between  the  Developmental  Disabilities  Division  and  the 
Rehabilitative  Services  Division  to  formulate  plans  and 
strategies  for  providing  services  to  DD  clients  currently 
and  potentially  ready  to  move  to  more  independent  work 
settings. 

•  There  is  a  need  for  planning  and  coordination  between 
the  Developmental  Disabilities  Division  and  the  Social 
Services  Bureau  aimed  at  clarifying  the  roles  of 
community  workers  and  social  workers  and  to  obtain  train- 
ing and  modified  caseloads  necessary  for  the  Social 
Services  Bureau  to  improve  the  effectiveness  of  existing 
case-management  services. 


156 


on 


2.4.5.  The  presence  of  mechanisms  for  holding  accountable  those 
organizations  responsible  for  the  direct  provision  of 
service  to  DD  individuals  to  ensure  that  service  is  in  fact 
being  provided  in  accordance  with  the  best  needs  of  the  DD 
individual  as  outlined  in  the  IHP. 

Montana's  design  for  community  services  does  not  have  adequate  or 
sufficient  controls  to  ensure  that  services  to  DD  persons  achieve 
their  desired  purposes.  In  many  ways,  the  system  is  too  dependent 
the  commitment  and  good  will  of  existing  personnel  to  make  services 
work.  Specifically: 


•  There  is  not  a  formal  designation  of  system  responsi- 
bility or  a  process  for  actively  seeking  DD  persons  who 
may  be  in  need  of  community  services,  thereby  increasing 
the  likelihood  that  DD  persons  in  need  of  services  may 
not  know  about  them. 

•  There  is  not  a  formal  designation  of  system  responsibility 
or  a  defined  process  for  obtaining  the  services  which 

may  be  specified  for  a  particular  client  in  the  IHP, 
resulting  in  a  high  likelihood  that  clients  are  force 
fit  into  existing  services  rather  than  having  an  array 
of  services  specifically  tailored  to  their  individual 
needs. 

•  There  is  a  high  likelihood  that  monitoring  of  the 
implementation  of  clients'  IHPs  does  not  take  place  on 

a  regular  basis  between  meetings  of  the  IHP  team,  due  to 
excessively  high  caseloads  for  social  services  workers. 
This  places  the  system  in  the  undesirable  position  of 
not  having  a  systematic  and  routine  capacity  to 
monitor  in  timely  fashion  the  extent  to  which  the  client's 
services  plan  is  being  implemented. 
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•  There  is  not  an  adequate  system  of  checks  and  balances 
between  the  privately  incorporated  provider  sector  and 
other  components  of  the  service  system,  resulting  in  a 
high  likelihood  of  provider  domination  both  at  the  client 
planning  and  at  the  system  administrative  levels.  This 
diminishes  the  appropriate  level  of  influence  over  services 
outcome  by  other  components  of  the  system. 

2.4.6   The  availability  of  adequate  funds  that  can  be  used  in  a 
sufficiently  flexible  fashion  so  that  it  is  possible  to 
to  provide  a  continuum  of  services,  services  which  vary 
in  intensity,  individualized  services,  client  level  case/ 
service  management,  and  a  capacity  to  plan  services  on  a 
long-term,  cross-agency  basis. 

The  implementation  of  Montana's  design  for  human  services  is 
experiencing  the  crippling  effects  of  inadequate  flexibility  of 
resource  allocation,  insufficiency  of  resources  in  certain  critical 
areas,  and  inadequate  attention  to  long-range  financial  planning 
in  other  areas.  Specifically: 

•  There  is  not  a  mechanism  for  determining  or  admin- 
istering provider  reimbursement  on  a  variable  rate  basis 
that  links  reimbursement  to  individualized  client  program 
requirements.  This  prevents  providers  from  providing 
highly  intensive  services  to  clients  who  require  them 
without  at  the  same  time  reducing  inappropriately  the 
level  of  training  required  by  other  clients. 

•  Base  level  reimbursement  rates  for  community- homes 
are  excessively  low,  resulting  in  unrealistic  working 
conditions  and  compensation  levels  for  existing  staff. 
High  staff  turnover  rates  contribute  to  discontinuity 
in  programming  and  severe  strains  on  existing  staff 
training  capability. 
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There  is  not  a  long-range  plan  or  financing  strategy 
for  obtaining,  maintaining,  and  making  accessible 
residential  facilities  currently  being  used  and 
potentially  needed  for  housing  DD  persons  in  the 
community.  This  will  become  increasingly  critical  as 
existing  facilities  continue  to  deteriorate  and  the 
need  for  additional  types  and  amounts  of  facilities 
become  ever  apparent. 
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PART  THREE 

RECOMMENDED  DIRECTION  FOR  FUTURE  PLANNING 
1981  -  1985 

Part  One  of  this  report  provides  a  description  of  populations 
requiring  DD  services  in  Montana.  Part  Two  provides  an  assessment 
of  the  capacities  of  the  community  services  system  to  deliver 
the  services  needed  by  these  populations.  This  Part  presents  con- 
clusions from  these  analyses,  introduces  strategies  to  guide 
future  state  planning,  and  identifies  system  capacities  recommended 
to  implement  these  strategies. 

The  time  frame  1981-1985  is  suggested  in  this  analysis  for  the 
establishment  of  recommended  capacities.  It  is  recognized  that 
during  this  four  year  period,  not  all  of  the  recommendations  can 
be  taken  to  completion.  During  this  time  frame,  however,  a  start 
should  be  made  in  these  areas  that  will  point  the  state  in  the 
directions  indicated  by  the  recommendations.  This  would  require 
the  preparation  of  a  detailed  plan,  based  on  the  recommendations. 
This  plan  would  identify  steps  to  be  taken  during  the  four  year 
period  and  those  which  need  to  be  taken  over  a  longer  period  of 
time. 
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3.1   ALTERNATIVE  DIRECTIONS  FOR  THE  FUTURE 

During  the  process  of  conducting  this  assessment,  the  consultants 
became  aware  of  a  subtle  change  that  has  occurred  in  Montana 
during  the  years  since  the  initial  establishment  of  the  community 
services  system  for  persons  with  developmental  disabilities.  This 
change,  mentioned  in  the  introductory  comments  to  this  report, 
relates  to  the  overall  impetus  for  change  in  the  way  that  services 
are  delivered  to  developmentally  disabled  persons  in  Montana. 
Initially,  one  impetus  was  the  presence  of  undesirable  conditions 
in  the  institutions,  particularly  the  Boulder  River  School  and 
Hospital  (BRSH).  The  state's  desire  to  provide  an  alternative 
environment  within  which  institutionalized  DD  persons  could  grow 
and  develop  contributed  to  the  development  of  the  current  community 
services  system.  The  project  team  recognizes  that  the  earliest 
initiatives  to  establish  community  services  preceded  the  emergence 
of  broad  public  concern  about  BRSH.  Those  efforts  were  aimed 
primarily  at  preventing  the  institutionalization  of  newly  born 
and/or  as  yet  uninstitutionalized  DD  persons.  It  is  also  apparent, 
however,  that  the  emergence  of  intense  public  concern  about  condi- 
tions at  BRSH  contributed  to  the  rapid  development  of  community 
services.  Viewing  the  conditions  at  BRSH  as  somewhat  of  an  emergen- 
cy, the  state's  concern  was  to  remove  clients  from  the  institutional 
environment  in  the  most  rapid  and  reasonable  way  possible. 

In  the  years  following  these  initiatives,  however,  the  impetus  for 
change  has  shifted  gradually  from  conditions  in  the  institution  to 
the  overall  adequacy  of  the  community  service  structure.  This  study, 
for  example,  grows  out  of  a  desire  of  the  DDPAC  to  have  an  improved 
perspective  on  what  exists  for  DD  persons  in  the  community.  And,  as 
this  study  points  out,  there  is  growing  concern  among  participants 
at  many,  if  not  all,  levels  about  the  community's  capacity  to  provide 
appropriate  services  to  DD  persons.  In  the  judgment  of  the  consul - 
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tants,  these  concerns  do  not  arise,  necessarily,  out  of  failure  by 
the  state  or  the  numerous  provider  organizations  to  manage  effec- 
tively the  resources  they  have  been  allocated  for  these  services, 
nor  do  they  arise  out  of  poor  judgment  on  the  part  of  the  state  in 
having  instituted  these  programs  in  the  first  place.  Rather,  they 
arise  from  experience  with  serving  DD  persons  in  the  community. 

One  aspect  of  this  experience  is  that  many  clients  have  indeed  begun 
to  benefit  from  the  training  provided  in  the  community.  As  a  result, 
their  capacities  for  greater  independence  are  being  realized.  This 
in  turn  has  brought  to  light  the  need  to  refine  the  system  in  order 
to  support  the  movement  of  clients  to  settings  where  their  capaci- 
ties can  be  realized.  Another  aspect  is  the  realization  that,  for 
some  clients,  movement  is  a  much  less  realistic  goal  than  was 
intially  thought.  For  these,  a  more  intensive  level  of  services  is 
required  over  a  longer  time  frame.  This  in  turn  has  created  pres- 
sure on  the  system  for  resources  and  program  models  needed  to  serve 
these  clients  in  alternative  ways. 

While  these  factors  could  have  been  planned  for  in  the  initial  de- 
sign of  community  services,  the  impetus  to  obtain  rapid  depopulation 
of  BRSH  required  a  less  than  perfect  design.  Now  that  significant 

movement  has  occurred,  however,  there  is  a  strong  impetus  for  making 
the  kinds  of  changes  in  the  community  system  that  will  permit  a 
more  adequate  level  of  services.  The  need  to  improve  the  overall 
design  of  community  services,  therefore,  has  begun  to  take  prece- 
dence over  the  need  to  depopulate  BRSH.  Specifically: 

•   It  is  clear  that,  while  not  ideal,  service  now  provided 
by  BRSH  is  no  longer  so  great  a  concern  that  it  should  be 
regarded  as  an  emergency  and  as  the  driving  force  behind 
the  development  of  the  community  system. 
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•  It  is,  therefore,  not  clear  at  this  point  that  those 
individuals  currently  served  by  BRSH  and  other  institu- 
tions would  in  fact  be  better  off  in  the  community  system 
as  it  is  now  operating,  and  it  is  clear  that  the  community 
system  as  it  is  now  operating  would  be  adversely  affected 
by  the  introduction  of  large  numbers  of  additional  people 
from  the  institutions. 

t   The  community  system  does  not,  at  this  point,  appear 
ready  to  have  additional  institutionalized  individuals 
move  into  the  community  even  with  dollars  attached  to 
them,  since  there  is  inadequate  knowledge  about  the 
true  cost  of  appropriate  care,  particularly  for  indi- 
viduals requiring  the  types  of  intensive  services  such 
as  those  currently  living  at  BRSH. 

•  The  community  system  is  not  now  structured  to  provide 
appropriate  care  for  those  individuals  requiring  highly 
intensive  services.  Although  individual  providers  do  a 
commendable  job  in  serving  the  more  severely  retarded 
clients  and  those  with  behavior  problems,  there  are 
issues  which  require  resolution.  For  most  providers, 
these  individuals  disrupt  services  to  other  clients,  and 
demand  more  resources  than  are  available. 

•  Clients  who  are  ready  to  move  into  less  restrictive  day 
or  residential  settings  are  frequently  not  moved.  The 
system  is,  in  effect,  clogged  at  the  top,  resulting  in  an 
artificial  ballooning  in  the  demand  for  many  services. 

•  The  system  has  built  into  it  a  number  of  financial  dis- 
incentives, both  to  the  provider  and  to  the  client.  These 
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contribute  to  a  reluctance  on  the  part  of  providers  to 
accept  clients  with  highly  intensive  service  needs  and  dis- 
courage the  movement  of  higher  functioning  clients  to 
less  restrictive  environments.  A  major  problem  is  the 
lack  of  a  variable  reimbursement  schedule  that  would  pay 
providers  in  accordance  with  the  difficulty  of  the  client 
served. 

•   The  existing  resources  in  the  community  are,  generally, 
stretched  thin,  resulting  in  such  problems  as  large  case 
manager  caseloads,  underpaid  group  home  staff,  high  staff 
turnover  rates,  inadequately  trained  staff,  etc. 

In  order  to  respond  to  the  need  for  change  and  improvement  within 
the  community  services  system,  the  state  of  Montana  will  need  to 
make  some  difficult  choices.  Chief  among  these,  perhaps,  is 
whether  to  continue  to  seek  ways  to  serve  the  growing  number  of 
people  who  are  not  currently  receiving  services  in  the  community 
or  whether,  for  a  time,  to  concentrate  existing  resources  on 
improving  the  overall  system  of  services  for  those  currently  being 
served.  Ideally,  such  a  choice  would  be  avoided.  However,  given 
the  complexity  of  issues  to  be  addressed  and  the  attendant  expense, 
choicemaking  of  this  nature  seems  inevitable. 

One  factor  which  contributes  to  the  difficulty  of  this  choice  is 
that  there  are  DD  persons  in  institutions,  nursing  homes,  and  on 
waiting  lists  who  need  and  can  benefit  from  community  services.  It 
will  be  tempting  for  the  state  to  respond  to  these  groups  by  expand- 
ing existing  services.  The  needs  of  these  groups  are  reasonably 
well  documented  and  public  support  for  special  appropriations  to 
to  serve  these  groups  may  be  easier  to  obtain  than  appropriations 
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and  support  to  enhance  services  to  existing  clients  who  are  certain 
to  be  perceived  by  some  legislators  and  others  as  "being  taken  care 
of." 

For  the  state  merely  to  expand  existing  services  to  serve  these 
groups,  however,  without  creating  certain  needed  improvements  in 
services  currently  provided  to  clients,  would  intensify  the 
problems  and  issues  outlined  in  Part  Two  of  this  report.  That  is, 
the  number  of  persons  for  whom  movement  through  services  is  desired 
but  difficult  to  obtain  would  increase;  there  would  be  an  increased 
likelihood  that  persons  who  enter  services  will  stay  in  the  same 
services  indefinitely;  and,  undoubtedly,  the  pressure  on  the  state 
to  provide  additional  resources  to  serve  existing  clients  more 
appropriately  would  continue. 

In  view  of  these  factors,  the  project  team  recommends  that  the  State 
of  Montana  establish  a  priority,  for  a  minimum  of  four  years,  for 
strengthening  the  community's  capacity  to  serve  DD  persons  who  are 
currently  being  served.  Unless  an  amount  of  resources  can  be  found 
that  is  sufficient  to  permit  the  state  both  to  strengthen  existing 
services  and  to  expand  them,  this  recommendation  would  require  the 
state  to  adopt  a  somewhat  longer  time  frame  for  serving  additional 
populations,  particularly  those  from  the  Boulder  River  School  and 
Hospital.  As  discussed  below,  however,  by  placing  a  priority  on 
enhancing  services  to  existing  community  clients,  the  state  will 
enhance  also  its  capability  to  serve  these  additional  population 
groups  with  considerably  improved  effectiveness. 
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3.2   RECOMMENDED  STRATEGIES  TO  GUIDE  FUTURE  PLANNING 

Up  to  this  point,  the  project  team's  recommendations  have  focused 
only  in  the  most  general  sense  on  what  might  be  done  about  the 
issues  described  in  Part  Two  of  this  report.  Given  the  complexity 
of  the  issues  involved  and  realism  about  resources  that  must 
become  available  to  the  state  to  address  the  needs  of  DD  individu- 
als, it  is  recommended  that  for  the  next  four  years  Montana  concen- 
trate its  efforts  on  financing  needed  changes  in  the  ways  that 
people  are  currently  served  in  the  community.  The  next  step  in  this 
discussion  is  to  describe  the  types  of  changes  that  need  to  be 
made.  That  is,  if  the  most  reasonable  emphasis  for  the  state  over 
this  time  frame  is  the  enhancement  of  services  to  clients  currently 
in  community  services,  toward  what  end  should  enhancement  be 
directed? 

In  order  to  answer  this  question,  the  project  team  has  formulated  two 
broad  strategies  which  address  the  two  issues  which  are  repeatedly 
mentioned  in  this  study.  These  are  the  capacity  of  the  community 
services  system  to  support  the  movement  of  clients  towards  greater 
independence  and  the  capacity  of  the  system  to  provide  intensive 
training  services  to  those  lower  functioning  clients  who  need  greater 
intensity.  Since  these  strategies  make  certain  assumptions  about 
Montana's  commitment  to  continue  the  development  of  community  ser- 
vices, the  team  decided  to  include  these  assumptions  prior  to  the 
presentation  of  the  strategies.  Also,  since  the  strategies  raise 
certain  questions  about  how  and  when  the  state  may,  if  these  strate- 
gies are  followed,  be  in  a  position  to  address  the  obvious  need  to 
serve  additional  DD  persons  in  the  community,  this  issue  is  ad- 
dressed in  a  discussion  following  the  presentation  of  strategies. 
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3.2.1  Assumptions  Regarding  the  Future  Commitment  of  the  State 
of  Montana  to  Persons  with  Developmental  Disabilities 

The  following  identifies  three  areas  in  which  the  State  of  Montana 
will  need  to  make  commitments  in  order  to  successfully  address 
the  issues  identified  in  Part  Two  of  this  study.  In  order  to 
prepare  the  recommendations  outlined  in  the  discussions  which 
follow  in  this  Part,  it  was  necessary  for  the  project  team  to  ven- 
ture some  assumptions  about  the  state's  present  commitment  in 
these  areas.  These  assumptions  are  based  on  the  extensive  work 
and  discussions  with  persons  at  all  levels  of  DD  system  administra- 
tion and  are,  at  least  to  this  extent,  informed  assumptions. 

•  Commitment  to  Future  Development.  It  is  assumed  that  the 
state's  commitment  to  serve  DD  persons  in  the  most  appropriate 
fashion  will  continue  in  the  future  as  it  has  in  the  past.  There 
is  every  reason  to  believe  this  commitment  will  continue.  No 
information  reported  in  this  study  is  intended  to  imply  that  the 
state  should  abandon  its  decision  to  provide  community  alternatives 
for  training  DD  persons.  At  the  same  time,  it  should  be  recog- 
nized that  in  order  to  enhance  the  effectiveness  of  these  services, 
a  major  commitment  to  the  future  will  be  required.  There  may  be 

a  tendency  among  system  planners  and  others  to  assume  that  once 
the  basic  structure  of  a  system  is  put  in  place,  the  bulk  of  the 
work  is  completed.  However,  such  is  rarely  the  case.  More  often 
what  is  put  in  place  makes  what  is  missing  more  evident.  System 
design  and  development,  therefore,  is  a  continuous  process.  The 
strategies  outlined  below  assume  Montana's  on-going  future  commit- 
ment to  that  process. 

•  Commitment  to  Maximum  Independence  for  Each  Client  Served. 
It  is  assumed  that  Montana  is  committed  to  the  goal  of  maximum 
independence  for  each  DD  person  served  in  the  community.  This 
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implies  the  state's  commitment  to  provide  to  each  DD  person  served 
the  opportunity  to  obtain  the  skills  needed  to  live  more  indepen- 
dently. An  essential  element  of  this  commitment  is  that  of 
developing  the  types  of  alternative  settings  which  enable  a  DD 
person  to  apply  newly  acquired  skills  in  the  most  appropriate 
fashion. 

•   Commitment  to  Serve  Some  DD  Persons  Indefinitely.   It  is 
assumed  that  the  state  recognizes  that  DD  persons  vary  greatly  in 
their  capacities  for  independence.  Not  all  persons  are  capable 
of  moving  all  the  way  through  services  to  a  lifestyle  that  approxi- 
mates what  may  be  considered  normal  for  non-DD  persons.  For  some, 
supports  of  one  type  or  another  will  be  required  indefinitely.  A 
key  to  an  effective  services  system,  therefore,  is  its  commitment 
to  ensure  that  these  persons  receive  what  they  need,  in  as  efficient 
a  manner  as  possible,  over  as  long  a  time  as  necessary,  without 
blocking  the  progress  of  other  clients  who  may  be  capable  of  greater 
independence.  The  recommendations  presented  below  assume  Montana's 
continuing  commitment  to  serve  some  DD  persons  indefinitely. 


3.2.2  Strategies  to  Guide  Future  State  Planning  for  Community 
Services  to  Developmentally  Disabled  Persons 

The  following  strategies  are  recommended  to  guide  planning  for 
persons  with  developmental  disabilities  over  the  next  four  years  in 
Montana. 
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Target  Resources  on  the  Movement  of  Existing  Clients 

Current  and  past  funding  strategies  employed  by  the  state  have  been 
designed  to  support  the  addition  of  unserved  DD  persons  to  community 
services.  These  strategies  have  included  legislative  appropriations 
to  support  the  resettlement  of  DD  persons  from  BRSH  to  the  community, 
as  well  as  serve  more  people  from  the  community  waiting  lists. 
As  has  been  pointed  out,  however,  one  result  is  that  the  system  has 
become  blocked  at  the  top,  resulting  in  turn  in  a  ballooning  in 
the  demand  for  services  at  all  levels  of  the  service  continuum.  In 
order  to  relieve  this  blockage,  it  is  recommended  that  an  alterna- 
tive financing  strategy  be  employed  that  will  direct  future 
expenditures  toward  obtaining  the  exit  of  persons  from  the  system, 
or  at  least  toward  their  movement  to  a  setting  which  permits  their 
greater  independence.  This  strategy  may  be  seen  as  one  to  "get 
people  out"  as  opposed  to  one  that  "gets  people  in." 

By  developing  needed  capacities  at  the  upper  end  of  the  residential 
and  vocational  services  continuum,  existing  clients  for  whom 
movement  is  anticipated  by  providers  over  the  next  four  years,  will 
move  closer  to  their  potential  for  independence.  This  will  effec- 
tively "unblock"  the  exit  pathway  for  clients,  enabling  those 
with  a  potential  for  greater  independence  to  achieve  their  poten- 
tial . 

Resources  thus  targeted  would  need  to  focus  on  opportunities  for 
greater  independence  in  both  residential  and  vocational  areas.  In 
the  area  of  residential  services,  this  will  require  the  development 
of  additional  models  for  both  semi-independent  and  independent 
living.  Semi-independent  living  alternatives  need  to  address  the 
gap  between  the  current  community  home  program  and  the  existing 
semi -independent  living  and  training  program,  whereby  clients  who 
are  capable  of  moving  from  the  community  home  are  deterred  by  the 
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abruptness  of  the  transition.  In  the  area  of  independent  living 
services,  more  effective  use  of  available  rent  assistance  programs 
is  needed  to  assist  DD  persons  financially.  In  addition,  increased 
social  worker  capacity  would  be  required  to  maintain  contact  with 
DD  persons  who  "graduate"  from  the  semi-independent  living  pro- 
gram. 

In  the  area  of  vocational  services,  the  strategy  of  targeting  re- 
sources on  "getting  people  out"  will  necessarily  focus  on  the  de- 
velopment of  services  which  address  the  need  of  many  DD  persons  for 
sheltered  work  on  an  indefinite  basis.  This  strategy  will  involve 
also  a  reconsideration  of  the  overall  capacity  of  the  Rehabilita- 
tive Services  Division  to  address  the  specialized  training,  job 
placement,  and  follow-up  needs  of  DD  persons  who  are  capable  of  com- 
petitive employment. 

Intensify  Services  to  Existing  Difficult-to-Serve  Clients 

A  growing  number  of  existing  clients  in  community-based  services 
require  more  intensive  services  than  are  currently  available.  What 
is  not  clear  is  how  to  organize  and  finance  these  services.  In 
the  future,  as  discussed  in  Section  4.3,  below,  a  variable  rate 
reimbursement  capacity  is  needed  that  will  permit  provider  reimburse- 
ment according  to  the  actual  cost  of  providing  services  to  a  variety 
of  categories  of  clients.  This  will  ensure  that  providers  have  the 
funds  they  need  to  provide  an  appropriate  level  of  services  to  all 
clients.  This  could  mean  a  higher  reimbursement  rate  for  some 
clients,  including  the  difficult  to  serve,  as  well  as  a  lower  rate 
for  others,  including,  possibly,  the  elderly  and  higher  functioning 
non-elderly  clients.  In  the  meantime,  in  order  to  develop  the 
information  required  for  a  sound  variable-rate  reimbursement  policy, 
an  interim  approach  is  needed. 
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This  approach  would  include  converting  a  small  number  of  existing 
community  homes  and  day  training  programs  to  intensive  treatment 
programs.  The  success  of  this  approach  would  depend  on  the 
successful  implementation  of  measures  to  obtain  the  movement  of 
higher  functioning  clients  from  these  programs.  As  this  is 
accomplished,  the  maximum  number  of  clients  in  some  of  these 
programs  would  be  reduced,  while  staff  levels  would  be  held  con- 
stant. Although  the  cost  per  day  per  client  would,  in  fact, 
increase,  the  total  expenditure  would  remain  constant. 

These  programs  would  have  a  higher  staff-to-client  ratio  than  do 
existing  programs  and  would  offer  specialized  and/or  intensive 
programming  to  existing  clients  with  problem  behavior  and/or  severe 
handicaps.  The  focus  of  training  provided  in  these  programs 
would  be  to  obtain  the  highest  level  of  functioning  possible  for 
these  clients  and  to  ensure  their  movement  to  a  less  restrictive 
setting  as  that  becomes  possible. 


3.2.3  Implications  of  Strategies  for  Two  Issues  of  Concern  to  the 
State  of  Montana 

The  followinq  is  presented  to  illustrate  how  the  strategies  identi- 
fied above  can  position  the  state  to  address  the  issues  of  the 
growing  waiting  list  for  community  services  and  continued  depopu- 
lation of  Boulder  River  School  and  Hospital.  This  discussion  is 
included  in  order  to  demonstrate  to  the  state  that  the  recommenda- 
tion to  provide  a  four  year  emphasis  on  the  enhancement  of  services 
to  existing  clients  does  not  preclude,  but  actually  is  expected 
to  strengthen,  the  state's  capacity  to  address  these  issues  in  the 
future. 
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Growing  Waiting  Lists  for  Services 

The  successful  employment  of  the  recommended  strategy  for  targeting 
resources  to  move  existing  clients  is  expected,  over  time,  to 
enable  the  state  to  reduce  community  waiting  lists.  The  attractive- 
ness of  linking  reductions  in  waiting  lists  directly  to  this  strategy 
is  that  both  objectives  can  be  obtained  with  the  employment  of  a 
single  strategy.  Otherwise,  at  least  two  strategies  with  attendant 
expenditures  would  be  required. 

For  example,  if  the  issue  of  waiting  lists  were  to  be  addressed  in 
isolation  from  that  of  client  movement,  two  types  of  service  system 
modifications  would  be  required.  First,  existing  services  would 
need  to  be  expanded  to  accommodate  the  addition  of  individuals  from 
the  community.  Moreover,  there  would  continue  to  be  the  fact  of 
system  clogging  at  the  more  independent  extremes  of  the  service 
continuum.  This  problem  will  have  been  intensified  by  the  addition 
of  clients,  some  of  whom  will  have,  undoubtedly,  a  high  likelihood 
of  progressing  to  more  independent  residential  and  vocational  set- 
tings. To  address  this  problem,  the  development  of  services  needed 
to  support  the  movement  of  clients  to  increased  independence  would 
be  needed,  also. 

An  alternative  approach  would  be  to  place  clients  from  the  community 
waiting  lists  in  "service  slots"  created  by  the  movement  of  clients 
who  are  already  in  the  system.  Clients  who  are   currently  placed  in 
community  homes  and  work  activity  centers  and  who  are  ready  for 
increased  independence  would  be  moved  to  more  appropriate  settings, 
if  the  strategy  to  target  resources  on  the  movement  of  existing 
clients  is  employed.  As  a  result,  slots  will  have  been  opened  at 
the  lower  end  of  the  services  continuum.  Some  of  these  could  be 
committed  to  serve  additional  persons  from  the  community.  In  this 
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way  the  system's  need  for  additional  capacity  to  serve  individuals 
on  waiting  lists  could  be  satisfied,  while,  at  the  same  time, 
clients'  needs  for  increased  independence  could  be  addressed. 

It  is  recognized  that  not  all  persons  entering  from  the  community 
need  services  at  the  lower  end  of  the  continuum.  Some  are,  in  fact, 
waiting  for  services  in  the  area  of  semi-independent  living  and 
sheltered  work.  It  may  be  that  as  opportunities  are  opened,  indi- 
viduals on  waiting  lists  could  enter  at  these  levels.  This  would 
be  a  matter  for  careful  planning  with  respect  to  placement. 

The  project  team  recognizes  also  that  this  approach  to  the  reduction 
of  community  waiting  lists  could,  for  certain  potential  clients, 
take  more  time  than  would  an  approach  of  merely  expanding  existing 
services.  Services  at  the  upper  end  of  the  services  continuum 
would  need  to  be  developed  and  existing  clients  would  be  moved  into 
these  services  before  moderate  and  low  functioning  individuals  on 
the  waiting  list  could  be  served.  It  nevertheless  seems  reasonable 
to  proceed  along  such  a  course  in  order  to  ensure  that  resources 
available  to  support  the  continuing  development  of  community  ser- 
vices are  "reserved"  for  development  of  services  needed  most.  As 
previously  indicated,  these  would  include  services  at  the  upper 
end  of  the  services  continuum  needed  to  unblock  the  exit  pathway 
for  clients  who  are  capable  of  increased  independence. 

Continued  Depopulation  of  Boulder  River  School  and  Hospital 

Over  time,  the  state's  employment  of  the  strategy  to  intensify 
services  to  lower  functioning  clients  who  are  currently  served  in 
the  community  is  expected  to  contribute  to  the  favorable  conditions 
required  in  the  community  to  serve  additional  DD  persons  from  BRSH 
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in  an  appropriate  fashion. 

As  pointed  out  in  Part  One  of  this  report,  DD  persons  who  currently 
reside  at  BRSH  fall,  generally,  into  the  category  of  difficult-to- 
serve  and  thus  require  more  intensive  services  than  are  now  available 
in  the  community.  An  effort  over  the  next  four  years  to  create 
intensive  treatment  settings  for  serving  difficult-to-serve  clients 
who  are  served  currently  in  the  community  would  give  the  state  the 
experience-based  information  needed  to  refine  the  cost  and  programs 
structure  for  these  services.  This  information,  coupled  with  the 
eventual  implementation  of  a  variable  rate  reimbursement  policy, 
would  place  the  community  in  an  improved  position  to  accept  additional 
difficult-to-serve  clients  from  the  institution  and  to  provide  the 
level  of  service  they  require. 

This  suggested  linkage  of  continued  depopulation  of  BRSH  with  the 
establishment  of  an  intensive  services  capability  implies  a  somewhat 
long-range  approach  to  the  community  placement  of  additional  individu- 
als from  institutions.  It  is  consistent  with  a  general  conclusion 
reached  by  this  study,  however.  That  is,  a  short-term  emphasis  on 
improving  services  capability  for  existing  low-functioning  clients 
is  needed  in  Montana  before  significant  numbers  of  additional  clients 
are  added,  particularly  from  BRSH. 
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3.3   CAPACITIES  NEEDED  BY  1985 

The  foregoing  discussion  on  strategy  envisions  a  four  year  process 
whereby  higher  functioning  clients  currently  in  community  services 
will  move  to  more  independent  work  and  residential  settings.  As 
progress  is  made  in  this  area,  some  existing  day  and  residential 
programs  would  be  converted  to  intensive  treatment  settings  for 
providing  more  appropriate  services  to  lower  functioning  clients. 
In  order  to  implement  these  strategies,  it  will  be  necessary  for 
the  state  to  develop  some  service  capacities  which  are  not  current- 
ly in  place.  It  will  be  necessary  also  to  strengthen  and/or 
modify  others.  The  following  information  identifies  capacities 
which  require  development  and/or  modification. 

3.3.1  Alternative  Semi -Independent  Living  Models 

These  would  facilitate  the  movement  of  clients  from  the  community 
home  program  to  more  independent  residential  settings.  The  model 
most  commonly  mentioned  by  providers  is  that  of  semi -independent 
living  facilities,  characterized  by  clustered  apartments  or 
duplexes.  This  model  would  permit  DD  persons  to  maintain  the 
proximity  to  one  another  which  they  have  become  accustomed  to  in 
the  community  home  setting,  and  at  the  same  time  would  permit 
increased  independence  according  to  their  abilities.  Unlike  the 
current  semi -independent  living  program,  DD  persons  utilizing  this 
new  service  model  would  be  expected  to  require  varying  degrees 
of  routine,  perhaps  daily,  supervision.  This  supervision  may  focus 
on  certain  dressing  tasks  for  physically  handicapped  clients,  and 
include  a  variety  of  other  tasks  such  as  assistance  with  cooking, 
etc.  The  degree  of  supervision  would  be  tailored  to  individual 
needs. 
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There  are  a  variety  of  ways  that  needed  supervision  could  be  provided, 
One  alternative  may  include  specialized  contracts  with  non-DD 
individuals  to  provide  specific  types  of  assistance  during  specific 
times  of  the  day,  such  as  at  meal  times,  getting  up  times,  and/or 
going  to  bed  times.  Another  approach  would  be  to  employ  an 
individual  who  would  live  in  the  apartment  complex  and  provide  a 
variety  of  specific  services  to  a  group  of  clients.  One  approach 
sometimes  used  involves  paying  certain  DD  individuals  to  assist 
others  in  areas  where  assistance  is  needed. 

The  major  financial  investment  required  in  developing  this  capacity 
would  be  in  the  area  of  financing  the  living  facilities  themselves. 
This  could  be  done  by  making  use  of  the  Section  202/8  program  of 
the  United  States  Department  of  Housing  and  Urban  Development. 
Alternatively,  the  Section  8  (rent  subsidy)  program  could  be  com- 
bined with  private  financing  as  is  done  in  some  states.  The 
housing  resource  supplement  to  this  report  describes  the  variety  of 
financing  resources  that  are  available  to  Montana  to  support  needed 
developments  in  this  area. 

Financing  the  supervision  needed  may  require  an  additional  invest- 
ment of  state  funds.  It  is  sometimes  possible,  however,  to  obtain 
partial  financing  through  creative  uses  of  federal  housing  financing 
resources.  This  can  be  determined  only  on  the  basis  of  a  project- 
by-project  analysis  of  any  "excess"  funds  anticipated  from  HUD 
Section  8  rent  subsidies  after  a  monthly  mortgage  payment  is  made 
on  a  Section  8  substantial  rehabilitation  or  new  construction  loan. 


3.3.2  Increased  Semi -Independent  Living  Training  Support 

The  existing  semi -independent  living  training  program  would  need 
to  be  increased  to  accommodate  the  additional  numbers  of  clients 
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who  move  from  the  community  home  to  semi-independent  living.  This 
growth  would  need  to  be  planned  for  as  new  semi -independent  living 
settings  are  opened  to  ensure  training  needed  for  clients  who  move 

to  these  settings. 

3.3.3  Increased  Independent  Living  Capacity 

It  will  be  important  to  develop  the  state's  capacity  for  independent 
living  while  the  capacity  for  semi-independent  living  is  developed, 
to  avoid  a  bottleneck  in  later  years  at  the  semi-independent  level. 
A  major  need  is  for  available  apartments  at  reasonable  costs.  It  is 
recommended  that  the  state  seek  a  greater  use  of  the  HUD  Section  8 
"Existing"  Program  to  assist  clients  in  making  their  rent  payments. 
This  resource  is  outlined  in  the  housing  resource  supplement  to 
this  report. 

3.3.4  Increased  Independent  Living  Support 

As  more  and  more  DD  clients  "graduate"  and  move  into  independent 
living  status,  the  state  will  need  to  ensure  that  the  capacity  of 
the  social  services  system  to  support  clients  in  these  settings  is 
adequate.  Currently,  social  service  workers  report  difficulty 
in  meeting  the  needs  of  clients  in  these  settings.  As  the  number 
of  clients  in  these  settings  grows,  it  is  expected  that  this  will 
increase  the  difficulties  experienced  by  social  workers.  Growth 
in  the  capacity  of  the  social  services  system  is  needed,  therefore, 
in  order  to  support  the  planned  addition  of  individuals  in  inde- 
pendent living. 
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3.3.5  Alternative  Sheltered  Work  Models 

These  models  are  needed  to  facilitate  the  movement  of  clients  from 
existing  work  activity  programs  and  to  provide  alternatives  for 
clients  who  may  be  placed  inappropriately  in  existing  sheltered 
workshops.  They  would  be  designed  for  clients  who  are  not  expected 
to  make  a  transition  to  competitive  work  in  the  foreseeable  future, 
but  who  are  capable  of  less  supervised  and  more  productive  work  than 
is  offered  by  the  work  activity  program.  These  work  settings  would 
pay  clients  more  than  the  work  activity  settings.  This  would 
enable  clients  to  better  support  themselves  in  a  semi-independent 
living  environment.  These  settings  would  also  provide  supervision 
to  assist  the  client  to  develop  work  habits  and  skills  needed 
to  develop  and  maintain  a  consistent  level  of  productivity. 
By  placing  certain  clients  in  these  settinqs,  the  state 
would  ensure  that  other  clients  who  may  be  expected  to  progress 
to  competitive  work  are  not  blocked  from  the  training  that 
is  available  throuqh  specialized  sheltered  workshops. 
Financing  alternative  sheltered  work  models  would  probably  require 
combining  additional  state  funding  with  private  business  investments 
to  create  specialized  industries  for  handicapped  persons. 

3.3.6  Competitive  Employment  Capacities 

As  the  result  of  an  increased  number  of  DD  persons  in  long-term 
sheltered  work,  it  may  be  expected  that  there  will  be  an  increased 
number  of  DD  individuals  over  time  who  will  move  through  existing 
specialized  sheltered  workshops  and  become  candidates  for  competi- 
tive work.  In  order  to  appropriately  serve  these  individuals, 
it  will  become  necessary  for  the  state  to  assess  the  capacities  of 
the  Rehabilitative  Services  Division  to  provide  needed  work  training, 
job  development,  job  placement,  and  follow-up  for  DD  persons. 
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Currently,  the  capacity  of  the  Division  is  severely  limited  in  this 
regard.  It  may  be  expected  that  additional  state  funds  would  be 
needed  to  augment  federal  funds  currently  available  to  the  Division 
to  provide  these  needed  services. 

3.3.7  Alternative  Reimbursement  Rate  Policy  for  Client  Services 

This  policy  will  be  needed:  1)  to  ensure  more  appropriate  levels 
of  program  support  for  clients  of  widely  varying  functional  capaci- 
ties; 2)  to  ensure  an  adequate  number  of  staff  and  reasonable 
compensation,  particularly  for  community  home  staff;  and  3)  to 
equalize  funding  among  providers.  The  policy  would  establish  a 
base-rate  of  reimbursement  for  each  type  of  service  offered,  taking 
into  account  the  number  of  staff  considered  necessary,  and  compensa- 
tion levels  which  overcome  the  problems  currently  encountered, 
particularly  among  community  home  staff.  The  policy  also  would 
provide  variations  from  this  base  rate  to  accommodate  clients  of 
varying  functional  capacities.  It  is  recommended  that  the  policy 
be  linked  initially  to  three  major  categories  of  clients:  elderly, 
difficult  to  serve  (maladaptive  behavior,  severe/profound  handicaps), 
and  others.  Where  necessary,  alternative  training  standards  would 
be  developed  to  support  reimbursement  rates  for  these  groups  to 
give  providers  not  only  resource  flexibility  to  serve  clients 
appropriately,  but  also  flexibility  to  structure  programs  and  train- 
ing which  are  appropriate. 

The  variable  rates  would  be  developed  over  four  years  on  the  basis 
of  experience  gained  in  programs  which  will  have  been  converted  to 
intensive  care  settings  as  the  result  of  the  movement  of  higher 
functioning  clients.  Once  established,  these  rates  would  be  used 
to  support  the  movement  of  additional  clients  from  the  institutional 
setting.   It  will  be  important  to  allow  time  for  the  system  to 
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adjust  itself  to  these  new  rates,  modifying  them  as  experience 
dictates. 

When  new  rates  are  finally  put  in  place,  it  is  expected  that  pro- 
viders would  be  reimbursed  according  to  the  number  of  clients  served 
in  different  functioning  categories.  For  example,  if  a  provider 
serves  few  clients  in  the  difficult-to-serve  category,  the  overall 
reimbursement  for  that  program  may  be  lower  than  that  to  the 
provider  who  serves  an  unusually  large  number  of  such  clients. 
Providers  would,  therefore,  have  an  incentive  to  accept  more 
difficult-to-serve  clients;  likewise,  there  would  be  less  of  a 
disincentive  to  support  the  movement  of  higher  functioning  clients 
since  it  will  be  understood  that  the  acceptance  of  a  lower  func- 
tioning client  for  replacement  would  carry  with  it  the  potential 
of  additional  resources. 


3.3.8  Regionalized  Client  Support  Capacity 

This  capacity  is  needed  to  strengthen  the  community  environment  in 
which  DD  persons  are  served.   Its  development  in  conjunction  with 
the  other  capacities  identified  in  this  section  is  required  to 

ensure  that  DD  clients  in  the  community  benefit  to  the  maximum 
extent  possible  from  the  new  and/or  alternative  service  opportuni- 
ties envisioned.  Specifically,  this  capacity  would:  ensure,  when 
possible,  and  augment,  where  necessary,  the  provision  of  those 
specialized  services  which  are  needed  by  clients  but  which  are 
not  available  in  the  community;  expand  the  training  currently  of- 
fered to  direct  service  staff  to  include  social  services  staff;  and, 
strengthen  and  formalize  the  relationships  and  interface  among  DD 
services  and  generic  services  in  the  community. 
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More  specifically,  planning  for  this  capacity  should  consider  at 
least  four  components: 

First,  it  should  build  on  the  existing  Regional  Clinical  Training 
program  designed  to  train  provider  staff.  It  is  recommended  that 
this  program  be  expanded  in  order  to  extend  training  to  social 
services  workers  on  a  regional  basis.  An  assessment  of  the 
increased  need  for  staff  training,  particularly  in  the  areas  of 
handling  clients  with  maladaptive  behaviors  and/or  severe  handicaps, 
and  the  training  capacity  needed  to  train  social  services  staff, 
may  be  expected  to  require  a  significant  expansion  in  this  important 
program.  This  expansion  should  be  planned  for  immediately  on  the 
basis  of  an  overall  training  plan,  and  implemented  gradually  over 
the  next  four  years. 

Second,  formal  linkages  should  be  established  between  the  Develop- 
mental Disabilities  Division  and  the  Department  of  Institutions 
to  develop  a  capacity  for  community  mental  health  centers  to  assist 
in  serving  DD  clients  with  maladaptive  behaviors.  This  may  lead 
ultimately  to  the  need  to  establish  a  funding  stream  and  associated 
standards  which  would  support  the  capacities  of  community  mental 
health  centers  to  serve  certain  types  of  DD  clients. 

Third,  formal  linkages  should  be  established  between  the  Develop- 
mental Disabilities  Division  and  the  Aging  Services  Bureau  to 
plan  for  an  increased  capacity  of  the  Area  Agencies  on  Aging  to 
support  the  development  of  programs  needed  by  elderly  DD  persons. 
Resulting  initiatives  by  the  Aging  Services  Bureau  would  yield 
increased  opportunities  for  the  inclusion  of  elderly  DD  persons  in 
appropriate  types  of  activities  in  the  community. 

Fourth,  it  is  recommended  that  consideration  be  given  to  the 
development  of  regional  resource  teams  of  physicians,  psychologists, 
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speech  therapists,  and  audiologists  to  provide  direct  client  ser- 
vices in  areas  of  the  state  where  these  capacities  are  not  available 
to  clients  who  require  these  specialized  services.  It  is  expected 
that  these  teams  would  have  the  capacity  to  move  about  the  provider 
program  sites  both  on  on-call  and  on  scheduled  bases  in  order  to 
conduct  programs  of  specialized  client  training  according  to  the 
requirements  of  the  IHPs  for  individual  clients. 


3.3.9  Case  Management 

Implementation  of  the  strategies  cited  above  will  require  an  over- 
all improved  system  capacity  to  manage  individualized  planning  for 
clients.  This  will  be  necessitated  both  by  the  increased  level 
of  client  movement  expected  and  by  the  decision  by  the  state  to 
intensify  services  to  certain  difficult-to-serve  clients.  In 
order  to  support  the  movement  of  clients,  case  managers  will  need 
to  be  able  to  spend  more  time  with  each  client  identified  for 
movement,  both  on  an  individual  client  level  and  in  the  individual 
habilitation  planning  process  for  these  clients.  It  will  be 
necessary  for  the  case  manager  to  be  thoroughly  familiar  with  the 
clients'  training  needs  relative  to  preparation  for  movement,  and 
with  the  type  of  setting  most  appropriate  for  each  client  targeted 
for  movement.  This  will  provide  the  basis  for  the  case  manager  to 
make  an  independent  assessment  as  to  whether  the  client  is  current- 
ly receiving  the  amounts  and  types  of  training  needed  in  order  to 
make  whatever  transition  is  appropriate  in  a  timely  fashion. 

Case  managers  will  also  require  specialized  training  in  regards  to 
the  specialized  needs  and  characteristics  of  difficult-to-serve 
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clients.  This  will  enable  the  case  manager  to  be  optimally  effec- 
tive in  guiding  individualized  habilitation  planning  for  these 
clients.  The  development  of  case  managers'  abilities  to  serve 
these  clients  is  an  essential  component  of  the  overall  strategy  for 
intensifying  services  to  lower  functioning  clients. 

Two  components  of  an  improved  case  management  capacity  require 
attention  -  caseloads  and  clarification  of  responsibilities  between 
social  services  workers  and  DDD  community  workers. 

t   Caseloads.  It  is  recommended  that  the  state  determine  a 
caseload  standard  considered  acceptable  for  providing  case  manage- 
ment services  to  DD  clients.  Based  on  the  standard  adopted,  a  plan 
should  be  put  into  effect  for  achieving  this  standard.  Since  it 
is  expected  that  it  may  take  two  or  more  legislative  bienniums  to 
reach  the  overall  standard,  a  goal  should  be  set  that  represents  a 
portion  of  the  standard  by  1985.   In  determining  an  acceptable 
standard,  the  state  should  consider  the  applicability  of  the 
experiences  of  other  states.  These  experiences  have  indicated  that 
DD  caseloads  should  range  between  25  and  50  clients,  depending 
upon  such  factors  as  the  size  of  the  area  covered  and  the  needs  of 
the  clients  for  support.  Another  factor  to  be  considered  is  the 
acknowledgement  on  the  part  of  social  services  workers  that  clients 
who  live  independently  consume  as  much  of  their  time,  if  not  more, 
as  clients  with  more  severe  handicaps.  Taking  this  into  account, 
along  with  the  geographic  characteristics  of  Montana,  current 
excessively  high  caseloads,  the  current  broad  range  of  client  func- 
tioning characteristics,  and  the  increased  range  of  services 
anticipated,  it  is  likely  that  a  reassessment  of  caseloads  will 
result  in  the  need  to  add  significant  numbers  of  case  managers  in 
order  to  serve  DD  clients  appropriately. 
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t   Roles  and  Responsibilities  Clarification.  Clarification  of 
case  management  roles  and  responsibilities  between  social  workers 
and  community  workers  is  needed  to  ensure  that  all  needed  case 
management  functions  get  performed  and  that  duplication  of  effort 
is  reduced,  if  not  eliminated  altogether.  In  refining  these  roles 
and  responsibilities,  other  critical  system  functions  should  be 
considered,  also,  including: 

•  Case  Finding 

•  IHP  Implementation  Monitoring 

•  DD  Provider  Monitoring 

In  the  area  of  case  finding,  responsibility  should  be  assigned  for- 
mally either  to  the  Developmental  Disabilities  Division  or  to  the 
Social  Services  Bureau.  When  this  decision  is  made,  the  responsi- 
ble agency  should  prepare  a  process  for  discharging  this  function 
and  advise  all  participants  in  the  community  system  accordingly. 

The  capacity  of  social  services  to  conduct  IHP  implementation 
monitoring  on  a  regular  basis  is  a  function  of  caseload  size,  appar- 
ently. Therefore,  any  real  progress  in  this  area  will  depend  on 
the  decisions  reached  with  regard  to  caseloads. 

DD  provider  contract  monitoring  should  continue  to  be  performed  by 
the  regional  DDD  office.  To  enhance  the  effectiveness  of  this 
function,  however,  the  Division  should  strengthen  the  DDD  provider 
contract  instrument  to  ensure  that  provider  responsibilities  are 
sufficiently  concrete  and  specific  so  that  meaningful  monitoring 
can  take  place.  This  would  be  necessary  also  in  order  for  the 
Division  to  install  a  provider  accountability  system  so  that  the 
Division  has  a  specific  recourse  should  a  provider  fail  to  fulfill 
specified  contractual  responsibilities. 
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3.3.10  Facilities  Modernization  Financing  Plan 

This  plan  for  addressing  current  and  projected  physical  needs  of 
existing  community  homes  will  place  the  state  in  the  position  of 
undertaking  these  needed  improvements  in  a  fashion  that  does 
not  jeopardize  the  state's  ability  to  make  critically  needed  im- 
provements in  overall  program  capability.  Without  this  plan, 
continued  facilities  deterioration  and  the  demand  for  large  amounts 
of  state  dollars  to  address  these  problems  has  a  high  likelihood 
of  taking  precedence  over  service  system  modifications  aimed  at 
developing  the  capacities  identified  above. 

The  plan  should  contain  a  detailed  list  of  needed  facility  improve- 
ments by  facility  and  a  schedule  for  making  needed  improvements. 
It  should  be  linked  to  federal  housing  financing  resources  identi- 
fied in  the  Housing  Resources  Supplement  to  this  reDort  and  should 
contain  an  overall  strategy  for  the  development  of  these  resources. 

3.3.11  DP  System  Management  Strategy 

In  order  to  ensure  that  the  system  capacities  identified  in  this 
study  are  in  place  by  1985,  it  is  recommended  that  management 
resources  available  to  the  Developmental  Disabilities  Division  at 
the  central  office  level  be  allocated  in  a  fashion  that  links  them 
with  critical  objectives  to  be  achieved.  This  will  require  first 
of  all  the  preparation  of  a  four  year  plan  for  obtaining  specifi- 
cally identified  results  in  each  of  the  previously  mentioned  areas. 
These  include: 

•  Semi-independent  living  alternatives 

•  Residential  facilities  financing 

-  to  support  independent  living 
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-  to  support  facilities  modernization 

-  to  support  semi -independent  living  alternatives 

•  Long-term  sheltered  work 

•  Competitive  work  development 

-  specialized  job  training 

-  job  development  and  placement 

-  follow-up 

•  Client-referenced  reimbursement  rates 

•  Regionalized  client  support  capability 

•  Case  management 

The  plan  should  recognize  that  while  the  DDD  is  not  directly  re- 
sponsible for  detailed  planning  leading  to  all  capacities  outlined 
above  (e.g.,  competitive  work  development  is  ultimately  the  responsi- 
bility of  the  Rehabilitative  Services  Division,  Case  Management  is 
partially  the  responsibility  of  the  Social  Services  Bureau,  etc.), 
it  should  coordinate  and  monitor  all  such  planning.  Only  in  this 
way  can  a  comprehensive  planning  effort  be  undertaken  that  will 
ensure  coordination  among  the  several  departments  and  agencies 
involved. 

The  plan  should  recognize  also  the  inter-relationships  that  exist 
among  the  several  needed  capacities.  For  example,  in  order  to 
obtain  an  increased  leavel  of  appropriate  client  movement,  it  will 
be  necessary  to  consider  not  only  the  development  of  alternative 
vocational  and  residential  settings,  but  also  the  impacts  of  these 
changes  on  case  management  and  the  demands  these  developments  will 
place  on  additional  resources.  Moreover,  any  effort  to  obtain 
greater  intensity  of  service  capability  for  difficult-to-serve 
clients  will  need  to  consider  not  only  higher  staff-to-client  ratios, 
but  also  increased  community  and  staff  support  capability  and 
alternative  reimbursement  rate  schedules.  Without  a  balanced 
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approach  to  planning,  it  is  possible  that  the  state  could  find  itself 
in  the  undesirable  position  of  increasing  certain  expectations  of 
the  system  without  providing  adequately  for  the  system's  capacity  to 
meet  these  expectations. 

An  absolutely  essential  characteristic  of  the  process  whereby  this 
planning  is  conducted  would  be  its  ability  to  span  the  bureaucracy 
to  include  any  and  all  agencies  which  have  responsibilities  to 
serve  the  DD  population  in  the  community.  It  would  also  need  to 
take  information  from  the  various  levels  of  program  administration, 
including  the  state,  regional,  and  local  decision  points  in  DD 
services  delivery.  Finally,  it  would  need  to  define  the  appropri- 
ate roles  of  the  regional  and  state  DD  planning  councils  in  the 
overall  planning  effort.  For  example,  Regional  Planning  Councils 
could  have  responsibility  for  documenting  the  extent  of  alternatives 
needed  to  effect  client  movement  and  to  intensify  services  to 
diffi cult-to-serve  clients  within  a  standard  framework  to  be 
supplied  by  the  state.  The  State  Planning  Council,  on  the  other 
hand,  could  have  responsibility  for  conducting  and  assessing 
alternative  models  which  may  be  considered  to  address  these  needs, 
including  those  being  used  successfully  in  other  states.  The  DDD, 
on  the  other  hand,  would  be  responsible  to  coordinate  overall 
planning  and  at  the  same  time  would  have  the  responsibility  to 
establish  and  maintain  formal  planning  mechanisms  to  support  needed 
joint  planning  among  state  agencies. 

Based  on  the  four  year  plan  objectives,  the  DDD  would  allocate  its 
available  staff  resources  in  a  fashion  that  ensures  that  each  major 
objective  is  effectively  managed.  The  need  for  any  additional 
specialized  staff  to  manage  identified  tasks  should  be  documented 
and  provided  for,  either  in  some  shifting  of  staff  between  central 
and  regional  offices  or  in  short-term  staffing  expansion  for  time- 
limited  specialized  tasks.  For  example,  the  Division  may  acquire 
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the  services  of  a  reimbursement  rate  specialist,  a  housing  financing 
specialist,  or  a  specialist  in  the  field  of  developing  long-term 
sheltered  work  industries  for  handicapped  persons.  These  special- 
ists would  be  asked  to  accomplish  very  specific  objectives  leading 
to  the  establishment  of  desired  capacities  and,  upon  completion 
of  these  tasks,  would  be  terminated. 
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1.0   INTRODUCTION 

This  analysis  was  prepared  as  a  component  of  research  by  the  Center 
for  Technical  Services  to  assess  the  system  of  community  services 
for  developmental ly  disabled  persons  in  the  State  of  Montana.  The 
purpose  of  the  statutory  survey  is  two-fold: 

-  To  identify  provisions  in  law  which  might  pose 
barriers  to  the  provision  of  services,  both 
categorical  and  generic,  which  are  available  to 
persons  with  developmental  disabilities 

-  To  suggest  areas  which  might  be  appropriate  for 
legislative  initiatives  to  improve  the  service 
system  and  to  point  out  areas  of  concern  which 
might  better  be  handled  by  administrative  or 
regulatory  remedies. 

The  basic  conclusion  which  can  be  drawn  from  this  review  is  that 
Montana  has  enacted  some  very  progressive  legislation  in  the  area 
of  developmental  disabilities.  However,  legislation,  by  itself, 
does  not  create  a  system  of  services.  Laws  are  not  self-executing, 
but  merely  establish  broad  guidelines  for  implementation  by  execu- 
tive agencies.  The  actual  operation  of  services  contemplated  in 
law  must  be  accomplished  by  agency  policies,  administrative  regu- 
lations, and  inter-agency  compacts. 

For  example,  coordination  is  not  best  accomplished  by  legislative 
mandate.  The  laws  may  suggest  points  of  entry  and  points  of 
cooperative  efforts  within  the  system.  However,  resolution  of 
actual  problems  in  coordination  of  services  is  usually  best  left 
to  administrative  remedies. 


When  reviewing  statutory  provisions,  such  as  those  in  effect  in 
Montana,  there  is  an  additional  reason  for  a  stated  preference 
for  administrative  solutions  for  barrier  removal.  The  technology 
for  services  to  developmental ly  disabled  persons  is  changing  rapid- 
ly. Service  systems  which  were  considered  innovative  five  years 
ago  may  already  be  obsolete.  Statutes  are  difficult  to  enact  and 
often  more  difficult  to  amend  or  repeal.  A  state  has  more  flexi- 
bility to  improve  its  service  system  if  the  laws  set  broad  guide- 
lines such  as  "the  least  restrictive  alternative"  and  agencies 
are  able  to  make  policy  decisions  on  preferred  service  models. 

It  is  hoped  that  this  study  will  be  helpful  to  clients  seeking  to 
progress  through  the  service  system  and  also  helpful  to  service 
providers  in  their  task  of  providing  high  quality  care  and  equality 
of  opportunity  to  developmental ly  disabled  persons. 

The  study  of  which  the  attached  is  a  part  was  completed  prior  to  the 
adjournment  of  the  1981  Session  of  the  Montana  State  Legislature. 
Although  several  modifications  to  existing  laws  affecting  the  DD 
populations  were  being  considered  by  the  lawmakers,  final  resolu- 
tion had  not  been  reached  on  all  issues  at  the  time  of  the  typing 
of  this  report.  We  have  footnoted  various  sections  of  this  Appendix 
in  areas  where  final  actions  of  the  Legislature  are  known.  However, 
since  not  all  matters  will  have  been  resolved  by  the  time  the  study 
results  are  published,  the  reader  may  discover  certain  discrepancies 
between  the  comments  and  conclusions  included  herein,  and  certain 
provisions  which  may  have  been  added,  deleted  or  modified  by  the 
Legislature. 


2.0   METHODOLOGY 

This  component  of  the  research  project  was  primarily  academic.  In 
order  not  to  confuse  statutory  barriers  with  administrative  or 
management  barriers  to  client  progress  through  the  system,  the 
Montana  Code  Annotated  was  reviewed  independently  for  all  laws  which 
affect  developmentally  disabled  persons.  From  this  review,  a  list 
of  issues  was  developed  and  questions  formulated  where  it  appeared 
specific  provisions  in  law  or  the  absence  of  certain  provisions 
might  pose  problems  for  client  progress. 

This  theoretical  list  was  discussed  with  a  number  of  people  know- 
ledgeable about  the  service  delivery  system  in  Montana.  The  purpose 
of  such  discussions  was  to  verify  whether  certain  issues  raised  in 
law  presented  barriers  in  fact  to  client  progress.  Most  of  the 
issues  identified  by  the  academic  research  were  perceived  as  actual 
problems  by  persons  in  the  service  delivery  system.  A  few  poten- 
tially problematic  areas  apparently  have  not  presented  significant 
difficulties  in  reality. 

The  following  report  represents  a  combination  of  the  information 
gained  from  the  law  and  the  persons  interviewed.  Certain  areas 
were  not  included  in  this  analysis.  For  example,  Montana's  commit- 
ment code  was  not  extensively  analyzed  because  it  conforms  to  case 
law  regarding  constitutional  requirements  and  a  detailed  analysis  of 
all  state  commitment  codes  is  under  preparation  by  the  American  Bar 
Association  Commission  on  the  Mentally  Disabled. 

Random  references  to  "persons  of  unsound  mind",  "lunatics",  and 
similar  inappropriate  terms  were  not  explicitly  noted  as  the  statutes 
in  which  they  appeared  did  not  relate  to  the  service  system  for 
developmentally  disabled  persons.  It  is  suggested  that  as  these 


statutes  are  amended  from  time  to  time,  more  accurate  and  precise 
terms  be  substituted,  depending  on  context. 

The  analysis  of  specific  statutory  provisions  contains  some  general 
comments  and  some  areas  for  further  inquiry.  A  considerable  number 
of  the  questions  raised  have  already  been  addressed  by  administra- 
tive mechanisms  such  as  those  discussed  below,  whereas  others  have 
not  yet  been  addressed.  Should  existing  administrative  mechanisms 
be  found  to  be  insufficient  to  accomplish  the  goal  of  encouraging 
and  supporting  client  progress,  reforms  would  be  indicated. 


3.0  SUMMARY  OF  ANALYSIS  OF  MONTANA  STATUTES  AFFECTING  THE 
DEVELOPMENTALLY  DISABLED 

3.1  Issues  in  the  Statutes  for  which  a  Legislative  Solution 
May  Be  Required 

Much  of  the  Montana  legislation  affecting  the  developmentally  dis- 
abled is  quite  progressive  on  its  face.  There  is  an  obvious 
commitment  in  the  laws  to  encouraging  the  progress  of  developmental- 
ly disabled  persons  through  increasingly  less  restrictive  settings. 
Provisions  for  involuntary  civil  commitment  are  fairly  stringent 
and  the  preference  is  clearly  for  community  care. 

What  is  lacking  in  law  and  what  may  pose  barriers  for  clients  in 
fact  is  internal  consistency  concerning  eligibility  for  services, 
coordination  among  different  components  of  the  service  system,  and 
defined  points  for  moniotring  and  evaluating  an  individual's 
progress,  ensuring  that  client  rights  are  protected  and  that  adequate 
appeal  procedures  are  implemented.  These  are  areas  that  might  be 
addressed  more  appropriately  through  administrative  rather  than 
legislative  remedies.  The  major  potential  issues  are  discussed 
here. 

A  lack  of  consistency  appears  in  the  distribution  of  planning  func- 
tions among  a  variety  of  entities  with  no  provision  for  coordination 
of  efforts,  compromise  of  disputes,  or  uniform  selection  of  priori- 
ties. Planning  responsibilities  are  spread  by  law  among  the  planning 
and  advisory  council,  the  five  regional  councils,  the  Social  and 
Rehabilitation  Services  Department  and  counties,  cities  and  other 
local  governmental  entities.  However,  there  is  no  mechanism  for 
coordinating  all  these  efforts  or,  more  importantly,  for  monitoring 
the  plans  as  they  are  implemented  or  fail  to  be  implemented.  Under 


provisions  of  law  currently  in  effect,  what  could  develop  is  not  a 
state-wide  system  for  services  but  purely  local  efforts  and  pro- 
grams, funded  by  a  variety  of  sources  and  uncoordinated  with  needs 
and  resources  in  other  areas. 

With  the  exception  of  provisions  relating  to  special  education,  it 
is  unclear  where  a  particular  client  is  eligible  for  developmental 
disabilities  services.  Is  he  eligible  in  his  own  city  or  county, 
or  must  he  relocate  to  regions  where  services  appropriate  to  his 
needs  have  been  established?  As  the  provision  for  local  funding 
of  community- based  services  is  purely  discretionary,  can  local 
units  of  governments  actually  reduce  their  handicapped  population 
by  refusing  to  provide  local  support  for  such  services? 

There  is  a  lack  of  consistency  in  definitions  concerning  client 
eligibility.  Each  component  of  the  service  system  defines  the 
clients  it  will  serve  in  its  own  terms.  Special  education,  voca- 
tional education,  community  mental  health,  institutional  care, 
nursing  home  care,  foster  home  care,  community  homes,  protective 
services,  etc.,  all  contain  slightly  different  definitions  of  the 
client  population.  An  individual  could  become  ineligible  for 
necessary  programs  because  the  definition  of  his  handicapping  con- 
dition did  not  fit  the  particular  profile  of  a  service  agency. 
Undoubtedly,  individuals  can  be  identified  who  have  slipped  through 
the  definitional  cracks. 

There  are  insufficient  and  inadequate  references  to  client  rights 
of  appeal  within  the  various  components  of  the  system.  Adequate 
appellate  procedures  are  a  valuable  safeguard  for  individuals  who 
are  frustrated  in  their  efforts  to  progress  through  a  complex  and 
cumbersome  system.  With  respect  to  developmentally  disabled  per- 
sons, appellate  rights  must  include  access  to  advocates  for 


assistance  when  the  client  is  incapable  of  effectively  pursuing 
remedies  on  his  own  behalf.  In  addition,  there  must  be  specific 
standards  and  criteria  for  success  within  the  subcategories  of 
particular  service  components.  For  example,  a  client  needs  to  be 
informed  of  the  criteria  which  will  be  used  to  measure  progress 
from  a  work  activity  center,  to  a  sheltered  workshop,  to  voca- 
tional training  for  remunerative  employment,  to  job  placement. 

Provisions  for  guardianship  are  inappropriate  for  a  developmental ly 
disabled  person.  Standards  for  appointment  lack  the  necessary 
specificity  to  accommodate  skills  which  a  particular  person  may 
have  achieved,  or  to  provide  protection  for  areas  of  deficit. 
Once  a  guardian  has  been  appointed,  there  is  no  mandatory  review 
at  periodic  intervals  to  ascertain  whether  guardianship  is  still 
necessary.  In  addition,  there  is  no  requirement  of  an  affirmative 
finding  that  other  mechanisms  less  detrimental  to  individual 
rights  have  been  considered  and  disregarded.  Provisions  for  tes- 
tamentary appointment  may  result  in  imposition  of  guardianship 
where  it  is  unnecessary.  * 

The  statutory  mechanism  for  protective  services  contains  inherent 
conflict  of  interest  in  that  the  service  provider  agency  is  granted 
legal  custody  of  the  individual.  If  transfer  of  legal  custody  is 
necessary  in  order  to  provide  protective  services,  a  neutral  entity 
must  assume  custody  to  allow  the  individual  some  negotiating  room 
within  the  service  system.* 

There  are  areas  of  conflict  with  existing  federal  law.  The  compo- 
sition of  the  planning  and  advisory  council  is  not  coordinated  with 
current  requirements  of  P.L.  95-602.  Definitions  of  developmental 
disabilities  do  not  correspond  to  the  current  federal  definition, 
which  focuses  on  functional  as  opposed  to  categorical  disabilities. 


*N0TE:  Amendments  to  both  the  guardianship  and  the  protective 
services  laws  were  enacted  by  the  1981  Legislature. 


Provisions  for  sterilization  of  minors  are  contrary  to  federal 
regulations  concerning  Medicaid  reimbursement  for  sterilization 
procedures. 

Finally  there  are  unclear  references  to  conditions  not  adequately 
defined,  such  as  "persons  of  unsound  mind."  Civil  rights  depriva- 
tions may  be  inappropriately  applied  to  developmental ly  disabled 
persons  who  fall  by  chance  within  such  definitions. 


3.2.2  Issues  in  the  Statutes  for  which  Non-Legislative  Remedies 
May  Be  Required 

As  pointed  out  earlier,  laws  alone  cannot  be  expected  to  provide 
adequate  assurance  that  appropriate  services  will  be  provided  to 
DD  persons.  In  addition  to  laws,  a  variety  of  administrative 
mechanisms  are  needed. 

•   Formal  regulations  adopted  pursuant  to  a  specific  state 
law 

These  regulations  can  spell  out  in  greater  detail  than  is 
appropriate  in  law  precisely  how  the  mandate  of  that  law  is 
to  be  carried  out.  Regulations  are  adopted  after  public 
hearing  and  consent. 

t   Agency  policies 

These  policies  detail  how  the  agency,  in  its  operations,  shall 
implement  particular  legislation  or  program  components  not 
formally  addressed  in  law.  Policies  do  not  require  public 
hearings  or  comment  and  may,  therefore,  be  changed  relatively 
easily  by  an  agency. 
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t   Agency  procedures 

These  usually  detail  day-to-day  operations  of  agency  func- 
tions. A  knowledge  of  agency  procedures  is  necessary  for 
clients  seeking  services  from  an  agency. 

All  three  of  these  administrative  mechanisms  are   needed  to  ensure 
that  the  laws  discussed  here  are   implemented  appropriately.  There 
is  considerable  latitude  given  by  statute  to  state  agencies  in  the 
formulation  of  regulations,  policies,  and  procedures.  Frequently, 
then,  it  is  at  this  administrative  level  that  changes  are  both 
most  appropriate  and  easiest. 

As  has  been  noted,  there  are  a  number  of  areas  where  existing  Mon- 
tana statutes  alone  will  not  ensure  that  DD  clients  are  adequately 
served.  Careful  scrutiny  should,  therefore,  be  given  to  existing 
or  proposed  administrative  solutions.  The  following  areas  are  of 
particular  significance  in  ensuring  that  the  fundamentally  sound 
statutory  system  in  the  state  is  effectively  implemented.  The 
project  recognizes  that  for  many  of  the  laws  and  situations  men- 
tioned, there  already  are  appropriate  administrative  mechanisms  in 
place.  The  issues  are  delineated  here,  however,  to  point  out 
those  that  are  of  most  concern  for  the  project's  focus,  and  to 
encourage  others  in  the  state  to  examine  existing  administrative 
mechanisms  in  greater  detail  than  could  be  done  by  this  study. 

The  major  issues  of  concern  are: 

1.  Coordination  of  agency  responsibilities  and  functions. 
Coordination  is  of  critical  importance  to  DD  persons.  Modifi- 
cations of  generic  services  such  as  transportation  and  health 
care  are  usually  necessary  in  order  for  a  DD  person  to  be 
accommodated.  Categorical  services  such  as  group  home  oppor- 
tunities and  vocational  opportunities  need  to  be  available  on 


a  systematic  basis  for  an  individual  to  be  integrated  success- 
fully into  community  life.  Failures  in  availability  or 
appropriateness  of  any  component  may  be  disastrous  for  the 
individual.  Coordination  is  particularly  critical  among 
those  agencies  explicitly  mandated  to  provide  specific  cate- 
gorical services  to  DD  persons,  but  whose  functions  may  be  simi- 
lar or  overlapping. 

In  particular,  the  statutes  in  Montana  appear  to  grant  con- 
current authority  to  multiple  agencies  (or  in  some  instances, 
not  clearly  to  any  agency)  to  carry  out  the  following  functions: 

-  planning  services 

-  monitoring  services 

-  evaluating  services 

-  ensuring  smooth  transitions  from  one  agency  to  another. 

Among  the  agencies  most  affected  are  the  DD  Division,  the 
DDPAC,  DD  Regional  Councils,  the  Department  of  Institutions, 
Social  Services  Division,  Rehabilitative  Services  Division, 
and  the  Office  of  Public  Instruction. 

2.  Eligibility  criteria  for  services.  As  indicated,  current 
laws  provide  differing  definitions  for  the  persons  eligible 
for  particular  services.  For  DD  persons  who  need  a  wide 
spectrum  of  service  components,  definitions  governing  eligi- 
bility may  preclude  or  encourage  their  participation  in  par- 
ticular services  components.  They  can,  therefore,  have  a 
direct  bearing  on  the  state's  ability  to  meet  client  needs 
appropriately.  Although  not  every   DD  person  will  in  fact  be 
eligible  for  every  service,  eligibility  criteria  must  be 
reviewed  to  assure  that  those  persons  for  whom  the  service  is 
most  necessary  will  be  eligible. 
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Although  eligibility  criteria  tend  to  be  one  of  the  more 
explicitly  defined  areas  of  enabling  legislation,  frequently 
there  is  some  latitude  for  the  agencies  to  set  the  scope  and 
set  priorities  within  the  statutory  limits. 

3.  Client  rights.  It  is  becoming  increasingly  recognized  that 
DD  people  in  community-based  service  systems  remain  at  risk  to 
deprivations  or  invasions  of  their  rights.  This  is  particularly 
true  of  individuals  whose  community-based  services  include  a 
residential  component,  but  it  is  also  true  for  individuals  whose 
contact  with  the  service  system  is  limited  to  a  day  program. 

Administrative  agencies  should  adopt  policies  and  procedures  for 
protection  of  client  rights  in  services  which  they  operate  and 
insist  on  the  adoption  of  acceptable  policies  and  procedures 
within  programs  for  which  they  contract. 

Specific  areas  of  concern  include: 

-  privacy 

-  basic  civil  rights  such  as  freedom  of  speech 

-  client  control  and/or  participation  in  decision-making 
affecting  him/her 

-  issues  of  mobility,  including  freedom  of  association 

-  protection  from  abuse,  exploitation,  or  neglect. 

4.  Appeals.  No  matter  how  carefully  statutes,  regulations, 
policies,  or  procedures  define  services  to  be  offered,  persons 
to  be  served,  or  methods  of  service  delivery,  actual  day- to- 
day decisions  still  rely  on  the  individual  judgment  of  agency 
employees.  Procedures  for  appeal  of  these  decisions  must 
therefore  exist  at  every  point  in  the  service  system. 

Appeal  procedures  must  be  available  to  persons  who  are  denied 
services  and  to  persons  dissatisfied  with  the  services  they 
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are  receiving.  To  be  effective,  appeal  procedures  must  be 
widely  publicized,  easily  understandable,  promptly  available, 
and  sufficiently  informal  as  to  be  readily  used.  Appeal 
procedures  must  be  available  to  parents  or  guardians,  as  well 
as  to  the  client  or  his/her  advocate. 

This  is  particularly  important  when  a  scarcity  of  resources 
forces  agencies  to  make  decisions  which  are  not  necessarily 
in  line  with  client  needs  or  demands. 

Additional  areas  of  concern  that  might  need  to  be  addressed,  adminis- 
tratively or  legislatively,  are  indicated  in  the  comments  to  the 
selected  sections  of  Montana  statutes  discussed  below. 
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4.0   COMMENTS  ON  RELEVANT  PROVISIONS  OF  MONTANA  STATUTES 

2-15-2204   Developmental  Disabilities  Planning  and  Advisory 
Council 

Creates  a  22-member  planning  and  advisory  council; 
provides  for  appointments  to  the  council  by  the 
governor;  sets  terms  of  office. 

COMMENTS:  The  legislated  composition  of  the  Developmental  Disa- 
bilities Planning  and  Advisory  Council  (DDPAC)  does  not  conform  to  the 
requirements  of  federal  law  P.L.  95-602  (Developmental  Disabilities 
Bill  of  Rights  Act)  that  funds  the  Council.  The  Montana  law 
stipulates  an  inadequate  number  of  consumers  or  consumer  represen- 
tatives. In  addition,  there  is  no  provision  for  representation 
of  institutionalized  persons,  except  for  the  designation  of  the 
director  of  the  Department  of  Institutions. 

The  duties  of  the  Developmental  Disabilities  Planning  and  Advisory 
Council,  as  enumerated  in  53-20-206,  do  not  contemplate  any  in- 
volvement with  the  residents  of  institutions.  To  the  extent  that 
the  DDPAC  is  required  to  develop  a  plan  for  a  statewide  system  of 
community-based  services,  it  is  important  that  those  in  institu- 
tions be  considered  in  the  formulation  of  such  a  plan  so  that 
mechanisms  can  be  established  for  their  successful  transition  to 
community- based  services.  Planning  for  deinstitutionalization  of 
persons  to  community  care  must  be  closely  coordinated  with  the 
entire  system  of  community  care,  as  these  clients  may  present 
unique  problems  to  a  service  system. 

The  relationship  between  the  DDPAC  and  the  regional  councils  is 
unclear.  On  its  face,  there  appears  to  be  considerable  duplication 
between  the  planning  and  advisory  functions  of  the  DDPAC  and  those 
of  the  regional  councils.  In  addition,  it  is  not  apparent  whether 
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the  advice  and  plan  which  the  regional  councils  provide  to  the 
DDPAC  is  the  basis  for  the  state-wide  plan  or  merely  comments 
to  the  state-wide  plan. 


50-30-114   Additional  exemption  for  dependent  child 

Allows  parents  of  a  handicapped  child  to  claim  a 
double  exemption  for  such  child  provided  certain 
criteria  are  met;  requires  physician's  statement 
regarding  handicap. 

COMMENTS:  It  is  not  clear  whether  a  developmentally  disabled  child 
would  qualify  for  the  exemption.  The  emphasis  on  a  50%  disability 
to  the  body  as  a  whole  appears  to  give  preference  to  those  with 
physical  handicaps.  As  the  purpose  of  the  additional  exemption  is 
to  grant  a  tax  advantage  in  recognition  of  the  additional  expenses 
which  must  be  incurred  by  a  family  with  a  handicapped  child,  it 
should  be  made  clear  that  a  mental  handicap  which  necessitates 
special  services  for  that  child  would  qualify  for  the  exemption. 

In  addition,  it  is  unclear  whether  a  child  in  an  institution  would 
qualify  for  the  exemption.  It  is  also  unclear  whether  a  child  in 
out-of-state  educational  placement  would  qualify  for  the  exemption. 

Equitable  resolution  of  disputes  pursuant  to  this  section  require 
a  readily  available  appeal  mechanism  for  parents  who  disagree  with 
a  determination  regarding  their  right  to  claim  this  exemption. 


18-5-101  et  seq.  Sheltered  Workshops 

Defines  sheltered  workshops;  provides  a  method  for 
state  agencies  to  purchase  products  and  services  from 
sheltered  workshops;  places  responsibility  for 
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implementing  this  section  with  the  Department  of 
Administration. 

COMMENTS:  These  provisions  do  not  specify  any  criteria  for  the 
contracted  nonprofit  organization  with  respect  to  distribution 
of  orders  for  work  to  be  performed.  Further,  the  section  does 
not  set  any  standards  to  be  used  by  the  Department  of  Administra- 
tion in  selecting  such  a  contractor. 

In  addition,  the  provision  for  funding  the  nonprofit  contractor 
through  a  percentage  of  gross  sales  by  the  sheltered  workshop  or 
work  activity  center  may  operate  as  a  disincentive  to  distribute 
orders  to  those  centers  which  serve  more  severely  handicapped  or 
less  productive  employees.  Such  a  situation  with  respect  to 
distribution  of  orders  may  filter  down  to  become  a  disincentive 
to  the  facilities  to  serve  the  more  severely  handicapped  or  less 
productive.  Provisions  such  as  these  reinforce  the  historical 
difficulty  with  respect  to  sheltered  employment:  sheltered  employ- 
ment workshops  tend  to  keep  more  productive  workers  who  should  be 
in  transition  to  competitive  employment  and  to  screen  out  those 
persons  whose  level  of  job  performance  would  necessitate  extensive 
training  and  supervision.  Preferences  for  state  procurement 
contracts  to  sheltered  workshop  bids  can  also  put  a  state's  system 
of  vocational  services  in  competition  with  itself.  Such  a  situation 
may  make  the  securing  of  state  contracts  a  primary  concern  of  the 
employment  center  and  put  the  concern  for  vocational  training  of 
the  developmental ly  disabled  in  a  secondary  position. 

The  section  provides  for  the  Department  of  Administration  to  adopt 
rules  to  implement  this  section.  Effective  implementation  is 
premised  upon  these  rules'  providing  standards  for  the  award  of  con- 
tracts, coordination  between  the  Department  of  Administration  and 
the  Department  of  Social  and  Rehabilitation  Services  and  a  sound 
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assessment  of  the  role  such  contracts  are  to  assume  in  the  financial 
support  of  sheltered  workshops. 


20-7-401    Special  Education  for  Exceptional  Children 

et  seq. 

Defines  "exceptional  children"  for  purposes  of  educa- 
tion; sets  policies  for  placement  of  children  in 
special  education;  defines  duties  of  Superintendent 
of  Public  Instruction;  requires  cooperation  by  Depart- 
ment of  Health,  Department  of  Institutions,  Department 
of  Social  and  Rehabilitation  Services,  Schools  for 
the  deaf  and  blind  with  local  school  districts;  re- 
quires special  education  be  provided  for  every  handi- 
capped person  of  school  age;  provides  for  district 
programs;  establishes  a  mechanism  for  parents  to 
petition  for  establishment  of  a  program;  provides 
for  funding  of  special  education;  authorizes  payment 
for  out-of-state  tuition  in  certain  instances;  sets 
cost  schedule  for  payments;  requires  an  annual  account- 
ing; requires  transportation  be  provided  to  children 
in  special  education;  provides  financial  assistance  for 
districts  operating  pre-school  programs;  allows  for 
cooperative  contracts. 

COMMENTS:  The  guarantee  of  a  "free  appropriate  education"  to 
handicapped  children  has  probably  been  the  most  significant  factor 
in  preventing  the  entry  of  many  school  age  DD  persons  into  insti- 
tutions. For  the  severely  handicapped,  special  education  must 
contain  mechanisms  for  assuring  that  upon  completion  of  public 
school  programs,  clients  will  be  assisted  to  make  a  smooth  transi- 
tion from  a  public  school  service  system  to  the  array  of  services 
needed  to  maintain  a  person  in  the  community  as  an  adult.  Close 
coordination  between  local  districts  and  adult  services  must  be 
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maintained  to  accomplish  the  following: 

-  identification  of  developmental ly  disabled  children 
nearing  completion  of  public  school  who  will  need  adult 
services 

-  provision  of  skills  training  to  special  education  students 
which  will  enable  them  to  meet  entry  level  criteria  for 
vocational  programs 

-  emphasis  on  skill  acquisition  for  group  home  living. 


49-1-101    Human  Rights 

Includes  physical  or  mental  handicap  in  non-discrimina- 
tion provisions  with  respect  to  employment  and  public 
accommodations. 


50-19-101   Prenatal  Blood  Tests 

Provides  for  blood  screening  of  pregnant  women  for 
syphilis,  rubella  immunity,  and  blood  groups;  provides 
for  reporting;  protects  against  unauthorized  dis- 
closure and  establishes  penalties. 


50-19-201   Metabolic  Tests 

Requires  testing  of  newborns  for  inborn  metabolic 
errors;  allows  cooperation  of  Boulder  River  School 
and  Hospital  to  assist  in  such  screening. 

COMMENTS:   The  provisions  of  this  section  are  essential  for  com- 
prehensive early  identification  efforts.  The  use  of  state 

*N0TE:  An  amendment  to  this  law,  changing  the  definition  of  "appropriate 
public  education"  was  enacted  by  the  1981  Legislature. 
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institutions  to  assist  in  such  screening  presumes  a  high  level  of 
expertise  on  the  part  of  the  professional  staff.  The  provisions 
support  the  concept  of  the  institution  being  a  legitimate  part  of 
the  continuum  of  services  within  a  state  system. 


53-4-301    Subsidized  Adoption 
et  seq. 

Defines  a  "hard-to-place  child";  establishes  an  adoption 

subsidy;  sets  standards  for  administration  of  the 

subsidized  adoption  program. 

COMMENTS:  Permanency  planning  efforts  for  children  with  special 
needs  utilize  the  mechanism  of  subsidized  adoption  to  encourage 
prospective  adoptive  parents  to  adopt  the  hard-to-place  child. 
However,  for  such  a  program  to  be  successful,  there  must  be  some 
assurance  by  the  state  to  the  prospective  adoptive  parents  that 
the  subsidy  will  continue  to  be  available.  The  provision  in 
53-4-305  that  no  funds  may  be  expended  or  obligated  in  excess 
of  those  specifically  appropriate  for  the  subsidized  adoption  pro- 
gram means  that  the  program  is  totally  dependent  on  biennial 
legislative  fiscal  priorities.  An  adoptive  parent,  with  legal 
responsibility  for  a  hard-to-place  or  special  needs  child,  has  no 
guarantee  that  the  adoption  will  continue  to  be  subsidized  until 
the  child  reaches  majority.  In  addition,  the  provision  that  the 
subsidy  agreement  may  be  terminated  or  modified  by  the  department 
(53-4-309)  can  also  work  against  the  purpose  of  adoption  subsidy. 

Such  uncertainty  concerning  the  continued  availability  of  subsidy 
monies  may  actually  encourage  the  use  of  long-term  foster  care 
rather  than  the  more  desirable  solution  of  adoption.  A  study  in 
another  state  concerning  the  attitudes  of  foster  parents  toward 
subsidized  adoption  revealed  a  high  degree  of  skepticism  on  the 
part  of  the  foster  parents  concerning  the  bona  fide  commitment  of 
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the  state  toward  special  needs  children's  permanent  adoption.  It 
must  be  remembered  that  an  adoption  is  a  final  decree  of  the  court 
which  makes  the  adoptive  parents  responsible  for  the  child  in  all 
respects  as  though  they  were  the  biological  parents.  That  respon- 
sibility would  not  terminate  with  termination  of  the  subsidy. 
Adoptive  parents  of  a  developmental ly  disabled  child  could  face 
extraordinary  expenses  in  the  event  of  termination  of  subsidy  and 
might  be  compelled  to  seek  state  care  of  their  adopted  child  if 
other  sources  of  support  were  to  cease. 

A  better  solution  for  fiscal  accountability  would  be  the  provision 
of  binding  contracts,  approved  by  the  court  in  the  adoption  pro- 
ceeding, which  would  obligate  payments  until  the  child  reached 
majority.  Budgetary  considerations  would  be  reflected  in  the 
number  of  contracts  which  the  department  would  approve,  but  arbitrary 
decisions  to  terminate  or  modify  existing  subsidy  arrangements  would 
be  avoided. 


53-5-501    Adult  Foster  Family  Care 

et  seq. 

Defines  "adult  foster  family  care";  provides  for  licen- 
sure and  supervision  by  the  Department  of  Social 
and  Rehabilitative  Services;  sets  standards. 

COMMENTS:   Apparently  the  category  of  persons  eligible  for  adult 
foster  family  care  is  considerably  larger  than  developmental ly 
disabled  or  severely  handicapped  persons.  Although  such  broader 
eligibility  criteria  are  not  per  se  a  problem  in  the  provision  of 
services  to  the  DD  person,  there  must  be  a  mechanism  for  identifica- 
tion of  those  persons  in  adult  foster  family  care  who  are  develop- 
mentally  disabled  and  therefore  in  need  of  access  to  a  wide  spec- 
trum of  services  in  addition  to  their  foster  home  placement.  Adult 
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foster  family  care  is  virtually  by  definition  custodial  care  unless 
strong  supports  are  provided  to  ensure  that  additional  services 
are  given.  Such  limited  services  are  not  likely  to  constitute 
appropriate  habilitation  services. 

It  is  unclear  what  monitoring  or  accountability  the  Department 
provides  to  disabled  or  aged  adults  placed  in  adult  foster  family 
care.  With  respect  to  developmental ly  disabled  persons  placed 
in  such  programs,  there  needs  to  be  a  method  of  providing  them 
with  advocacy  services  in  addition  to  case  management  services. 
Without  thorough  integration  of  adult  foster  family  care  into 
the  service  system  for  developmental  disabilities,  the  program 
could  easily  become  a  mechanism  for  clients  getting  lost  in  the 
system. 


53-7-101    General  Vocational  Rehabilitation 
et  seq. 

Defines  "disabled  individual",  "employment  handicap", 

"rehabilitation  training",  "vocational  rehabilitation", 
and  "vocational  rehabilitation  services";  sets  out 
powers  and  duties  of  the  Department  of  Social  and 
Rehabilitation  Services;  governs  receipt  and  dis- 
bursement of  funds;  establishes  eligibility  criteria 
and  provides  for  an  appeal  for  clients  receiving  or 
applying  for  rehabilitation  services. 

COMMENTS:  Section  53-7-103  appears  to  contemplate  some  coordina- 
tion between  priorities  of  social  and  rehabilitative  services  with 
respect  to  vocational  rehabilitation  and  those  of  the  federal 
government.  However,  other  language  in  these  sections  indicates 
that  eligibility  for  vocational  rehabilitation  is  closely  aligned 
to  the  goal  of  remunerative  employment.  This  is  in  conflict  with 
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the  federal  mandate  that  vocational  rehabilitation  services  be  made 
available  to  the  most  severely  handicapped.  There  is  no  statutory 
requirement  for  cooperation  with  other  agencies  providing  related 
services  to  DD  individuals.  Of  particular  note  is  the  absence  of 
any  reference  to  the  Office  of  Public  Instruction  and  local  school 
boards.  Many  special  education  students  are  in  need  of  and  can 
benefit  from  vocational  rehabilitation  services.  Mechanisms  for 
identification  of  those  students  while  still  in  public  school 
would  assist  in  a  smooth  transition  of  students  into  adult  services. 

There  is  no  reference  to  mechanisms  for  cooperation  between  general 
vocational  rehabilitation  services  and  sheltered  employment  and 
work  activity.  It  is  unclear  from  the  law  whether  individuals  can 
move  from  one  to  the  other.  Isolation  of  developmental ly  disabled 
individuals  from  employment  opportunities  greatly  hampers  the  goal 
of  appropriate  progress  towards  independence.  Programs  concerned 
with  employment  training  of  handicapped  persons  must  provide  assur- 
ances that  the  developmentally  disabled  can  have  access  to  their 
services. 


53-7-201    Sheltered  Workshops 
et  seq. 

Defines  "physical  or  mental  disability",  "self-care", 

"severely  handicapped  person",  "sheltered  workshop", 

"vocational  rehabilitation  services",  and  "work 

activity  center";  provides  for  purchase  of  sheltered 

employment  services. 

COMMENTS:  The  category  of  persons  contemplated  by  the  definitions 
(53-7-202(4))  as  being  appropriate  for  sheltered  workshop  employ- 
ment is  broader  than  those  persons  considered  developmentally 
disabled.  Obviously,  there  are  many  DD  persons  for  whom  such  place- 
ment is  appropriate  and  beneficial.  However,  the  enabling 
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legislation  for  sheltered  employment  makes  no  reference  for  those 
persons  for  whom  such  employment  should  be  transitional  either 
to  vocational  rehabilitation  services  or  competitive  employment. 
As  noted  previously,  the  availability  of  state  procurement 
contracts  to  sheltered  workshops  may  in  fact  operate  as  a  dis- 
incentive to  those  programs  to  move  productive  workers  on  to  more 
appropriate  settings. 

It  is  also  unclear  how  local  case  managers  relate  to  individuals 
in  sheltered  employment  centers  to  assure  coordination  with  other 
aspects  of  community- based  habilitation.  Although  the  provision 
of  sheltered  employment  opportunities  are  essential  to  habilita- 
tion, such  services  should  be  dynamic  within  the  service  system. 
In  order  to  achieve  this  goal  there  must  be  thorough  integration  of 
sheltered  employment  within  the  total  range  of  community-based 
services. 

This  requirement  of  coordination  is  also  critical  within  the 
sheltered  employment  program.  Movement  of  clients  between  work 
activity  centers  and  sheltered  employment  workshops  is  also 
necessary.  The  definition  of  a  work  activity  center  (53-7-202(7)) 
contemplates  eligible  clients  as  those  whose  productive  capacity 
is  inconsequential.  However,  there  is  no  stated  legislative  goal 
of  a  commitment  to  enhance  the  productive  capacity  of  these  workers. 
Technological  advances  in  vocational  training  of  the  severely 
handicapped  make  it  feasible  for  even  severely  and  profoundly 
retarded  persons  to  become  capable  of  productive  employment.  Work 
activity  centers  should  therefore  be  viewed  as  providing  potentially 
transitional  services  for  some  individuals  and  permanent  placement 
for  others.  Therefore,  mechanisms  for  moving  persons  into  more 
advanced  levels  of  vocational  opportunities  need  to  be  an  integral 
part  of  a  work  activity  program. 
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53-7-301    Vocational  Rehabilitation  of  the  Blind 

et  seq. 

Provides  for  vocational  training  and  vocational  rehabili- 
tation services  for  persons  who  are  blind;  places  re- 
sponsibility for  implementation  of  this  section  with 
the  Department  of  Social  and  Rehabilitation  Services; 
provides  for  receipt  and  disbursement  of  funds;  requires 
a  state  plan  for  visual  services. 

COMMENTS:  Apart  from  historical  reasons  for  the  provision  of  cate- 
gorical services  to  the  blind,  it  is  unclear  how  this  section  differs 
from  the  services  provided  in  the  general  vocational  rehabilitation 
program  (53-7-101  et  seq.).   It  is  therefore  not  clear  to  which 
program  a  multiply  handicapped  individual  who  is  also  blind  would 
apply  for  vocational  services.  If  a  mentally  retarded,  blind 
individual  is  an  applicant  for  vocational  services,  it  should  not 
be  necessary  for  such  person  to  engage  in  dual  application  pro- 
cedures. Categorical  definitions  for  service  eligibility  tend  to 
create  per  se  barriers  for  individuals  who  are  attempting  to  pro- 
gress within  the  system.  If  services  are  to  be  defined  on  the  basis 
of  specific  handicapping  conditions,  such  as  blindness,  mechanisms 
must  exist  or  be  developed  to  minimize  the  difficulty  in  qualifying 
for  multiply  handicapped  persons. 


53-20-201   Community- Based  Services 
et  seq. 

Defines  "comprehensive  developmental  disability 

system"  to  include  a  broad  range  of  primary  and 
ancillary  service  components;  defines  the  responsi- 
bilities of  the  Department  of  Social  and  Rehabilitation 
Services;  allows  for  the  provision  of  community  ser- 
vices either  directly  or  through  contract;  requires 
state  and  regional  plans  for  community  services; 
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establishes  the  regional  councils;  governs  contribu- 
tions of  counties  and  municipalities;  sets  criteria 
for  eligibility;  prohibits  discrimination;  requires 
cooperation  among  Department  of  Social  and  Rehabilita- 
tion Services,  Department  of  Health  and  Environmental 
Sciences,  and  the  Office  of  Public  Instruction; 
authorizes  transfers  of  funds  from  institutions  to 
community  services. 

COMMENTS:  The  stated  purpose  of  this  part  is  an  obvious  commitment 
of  the  state  to  community  services  in  lieu  of  institutionalization. 
Such  a  commitment  potentially  represents  a  gigantic  improvement  in 
available  services  to  developmental ly  disabled  persons  over  tradi- 
tional institutional  models.  However,  there  are  certain  aspects  of 
the  legislation  which  appear,  on  the  face,  to  contain  potential 
for  confusion  of  roles  and  responsibility. 

The  Department  of  Social  and  Rehabilitation  Services  must  provide 
a  quarterly  report  to  the  Developmental  Disabilities  Planning  and 
Advisory  Council.  The  regional  councils  must  develop  a  plan  for 
community  services  within  their  region.  Local  communities  may 
establish  programs  at  their  discretion.  The  DDPAC  shall  plan  for 
state-wide  community  services.  The  planning  functions  are  thus 
spread  over  at  least  four  different  entities.  There  is  no  indica- 
tion in  the  law  as  to  which  plan  is  to  be  given  priority  in  the  event 
of  conflicts.  Ostensibly,  the  regional  councils  and  the  DDPAC  have 
the  mandate  for  comprehensive  planning;  however,  it  is  equally 
clear  that  the  purse  strings  are  controlled  by  the  Department  of 
Social  and  Rehabilitation  Services  and  counties  and  municipalities. 
If  either  a  local  government  entity  or  the  Department  were  to  decide 
to  establish,  fund,  or  otherwise  support  community  services  contrary 
to  the  comprehensive  plan  of  either  the  regional  councils  or  the 
DDPAC,  it  is  unclear  what  remedy,  if  any,  would  exist.  There  is  no 
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charge  in  the  legislation  for  monitoring  the  effectiveness  of 
established  community  developmental  disabilities  services.  Unlike 
the  civil  commitment  statute  (53-20-101  et  seq.),  which  details 
protection  of  rights  of  persons  in  institutions,  there  is  no 
mechanism  for  similar  protection  for  persons  receiving  community- 
based  services.  As  community  services  are   implemented  in  a  compre- 
hensive manner  and  serve  the  more  severely  handicapped,  situations 
in  which  individual  rights  are  at  risk  of  unlawful  abridgment 
multiply.  In  order  to  ensure  that  community  services  for  DD  persons 
really  offer  a  qualitatively  better  system  of  care,  such  services 
must  operate  with  the  same  attention  to  personal  rights  that  are 
guaranteed  in  institutional  settings. 

Finally,  the  funds  transfer  provision  (53-20-214)  may  act  as  a  dis- 
incentive to  deinstitutionalization  of  DD  persons.  Operating  costs 
of  institutions  remain  constant  until  the  decrease  in  population 
reaches  statistically  significant  proportions.  For  example, 
heating  costs  remain  the  same  in  a  particular  building  despite  a 
smaller  number  of  occupants.  It  must  be  recognized  that  there  is 
a  period  of  time  during  the  transition  from  institutional  care  to 
community  care  when  costs  must  be  duplicated.  Eventual  savings  to 
the  state  will  not  be  realized  until  the  community  service  system 
is  firmly  in  place  and  capable  of  accommodating  a  wide  variety  of 
needs  of  DD  persons.  Funding  of  start-up  services  for  community- 
based  care  should  not  necessarily  rely  on  the  funds  transfer  provision 
from  institutions. 

53-20-301   Community  Homes 
et  seq. 

Defines  "community  home";  provides  for  establishment 

of  community  homes  by  non-profit  corporations  or  by 

the  Department  of  Social  and  Rehabilitation  Services; 

provides  for  funding  of  community  homes  by  state  or 

local  governmental  units;  establishes  limits  for  local 

control;  governs  licensure  and  standards. 
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COMMENTS:  The  statutory  split  between  licensing  for  community 
homes  and  rules  and  standards  is  a  potential  source  of  problems. 
The  nature  of  the  services  provided  through  community  homes 
poses  difficulties  for  licensure  in  itself.  All  too  frequently, 
licensing  agencies  in  their  attempt  to  regulate  health  and  safe- 
ty encourage  the  creation  of  mini-institutions  rather  than  the 
more  flexible,  less  structured  concept  of  true  community  homes. 
Standards  for  licensing  must,  therefore,  conform  to  programmatic 
concerns  for  habilitation.  If  responsibility  for  licensing  is  to 
be  placed  in  a  department  other  than  Social  and  Rehabilitation 
Services,  there  must  be  a  mechanism  for  reconciling  licensing  pro- 
visions with  habilitation. 

It  is  also  unclear  from  the  law  how  the  provision  for  local  estab- 
lishment of  community  homes  coordinates  with  the  availability  of 
funds  through  the  Department  of  Social  and  Rehabilitation  Services. 
If  local  entities  do  not  choose  to  establish  such  facilities, 
does  that  region  get  a  greater  share  of  state  funds,  or  are  DD 
clients  without  community  residential  alternatives? 

When  standards  and  rules  for  community  homes  are  reviewed,  there 
should  be  a  mechanism  for  assuring  that  such  review  will  include 
scrutiny  of  provisions  concerned  with  protection  of  client  rights. 
As  more  severely  handicapped  persons  are  admitted  into  community 
homes,  the  risk  to  individual  rights  increases.   Issues  concerning 
protection  of  client  rights  in  institutions  have  been  the  subject 
of  considerable  inquiry,  and  statutes  concerning  these  issues  are 
explicit.  However,  the  risk  that  an  individual  client  may  lack  the 
capability  to  protect  his  or  her  own  rights  is  just  as  great  in  a 
community  home  and  there  must  be  clear  accountability  for  procedures 
to  prevent  violations  of  client  rights. 
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53-20-401   Protective  Services 
et  seq. 

Directs  the  Department  of  Social  and  Rehabilitation 

Services  to  establish  directly  or  through  contract 
protective  services  for  DD  persons;  sets  forth  a  pro- 
cedure for  application  for  protective  services;  describes 
contents  of  the  petition;  permits  Department  of  Social 
and  Rehabilitation  Services  to  be  appointed  conservator 
of  small  estates;  provides  for  payment  for  protective 
services;  requires  annual  reporting  for  each  person  in 
protective  services;  sets  forth  procedures  for  termina- 
tion of  protective  services;  requires  a  separate  docket 
for  protective  services. 

COMMENTS:  An  inherent  conflict  of  interest  is  present  in  furnishing 
protective  services  to  developmental ly  disabled  persons  and  also 
having  such  persons  as  wards  of  the  service  provider.  Despite  the 
procedural  protections  set  forth  in  53-20-404,  the  ward  is  at  a 
tremendous  disadvantage  in  dealing  with  the  Department.  This  is  par- 
ticularly true  when  the  purpose  of  protective  services  is  to  pro- 
tect the  ward  from  exploitation  by  third  persons.  If  legal  custody 
or  legal  guardianship  is  necessary  for  the  provision  of  protective 
services,  a  better  solution  would  be  to  have  the  appointment  made 
to  another  public  entity  who  is  not  also  responsible  for  providing 
the  actual  services.  A  department  charged  with  the  administration  of 
a  vast  array  of  services  to  a  large  number  of  people  cannot  be  expec- 
ted to  assume  the  advocacy  function  which  should  be  an  integral  part 
of  any  guardianship  arrangement.  This  conflict  of  interest  would 
be  exacerbated  should  a  situation  arise  where  the  Department  sought 
commitment  of  a  person  under  protective  services  to  an  institution. 
A  DD  person  should  have  access  to  protective  services  when  necessary 
and  appropriate,  without  surrendering  legal  custody  of  his  or  her 
person  to  the  Department  of  Social  and  Rehabilitation  Services.  * 


*N0TE:  An  amendment  to  the  protective  services  law  was  enacted  by 
the  1981  Legislature.  The  amendment  was  for  the  purpose 
of  conforming  this  law  to  the  "limited  guardianship" 
procedures  added  to  the  guardianship  law  (see  page  30). 
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53-20-501   State- Owned  Facilities 
et  seq. 

Defines  functions  of  Boulder  River  School  and  Hospital 

and  Eastmont  Human  Services  Center;  sets  forth  powers 

and  duties  of  the  Department  of  Institutions  and  the 

Department  of  Social  and  Rehabilitation  Services; 

provides  for  disposition  of  facilities. 

COMMENTS:  The  stated  role  of  Boulder  River  School  and  Hospital  and 
Eastmont  Human  Services  Center  is  the  provision  of  services  to 
mentally  retarded  persons.  However,  the  provisions  governing  in- 
voluntary civil  commitment  (53-20-101  et  seq.)  describe  the  popula- 
tion potentially  affected  by  such  commitment  as  developmentally 
disabled,  thus  including  a  larger  class  of  people  than  those  who 
are  mentally  retarded.  If  the  stated  function  of  these  institutions 
is  limited  to  that  set  forth  in  this  section,  the  commitment  code 
should  likewise  be  limited. 


53-21-201   Community  Mental  Health  Centers 
et  seq. 

Defines  "community  comprehensive  mental  health  center"; 

sets  forth  duties  of  Department  of  Institutions;  allows 

for  contracts  with  mental  health  corporations;  requires 

establishment  of  mental  health  regions. 

COMMENTS:  The  language  in  this  part  closely  parallels  the  wording 
of  53-20-201  with  respect  to  the  emphasis  placed  on  community-based 
services  in  lieu  of  institutional  care.  However,  in  neither  of 
the  sections  is  there  a  cross  reference.   It  is  therefore  unclear 
whether  a  DD  person  who  is  also  mentally  ill  could  avail  himself  of 
community  mental  health  services.  Similarly,  it  is  doubtful  if  a 
mentally  ill  person  who  is  perceived  as  having  developmental  dis- 
abilities could  be  a  candidate  for  services  through  community-based 
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programs  for  the  developmentally  disabled.  It  is  well  established 
that  the  most  difficult  persons  to  successfully  deinstitutionalize 
and  reintegrate  into  the  community  are  those  who  have  a  dual  diag- 
nosis of  mental  illness  and  mental  retardation.  Traditional 
services  delivered  on  a  categorical  basis  have  been  unsuccessful 
in  mitigating  the  problems  caused  by  the  dual  handicapping  condi- 
tions. Although  it  is  not  reasonable  to  expect  that  these  problems 
of  service  delivery  could  be  solved  merely  by  specifying  that  such 
persons  are  entitled  to  access  to  either  service  system,  the  lack 
of  any  reference  to  the  problem  is  bound  to  compound  the  difficulty. 
Creative  solutions  to  services  for  the  mentally  ill/developmentally 
disabled  will  only  be  found  when  the  two  service  systems  work 
cooperatively  and  recognize  that  there  is  a  sizable  number  of  their 
clients  who  will  require  a  different  approach  to  community  care. 
A  specific  legislative  mandate  to  each  service  system  to  address 
this  problem  would  provide  a  logical  starting  point. 


53-23-101   Eugenical  Sterilizations 
et  seq. 

Provides  a  mechanism  for  sterilization  procedures  for 

persons  able  to  consent  to  such  procedure;  defines 

application  process;  prerequisite  findings;  liability. 

COMMENTS:  Applicability  of  this  section  to  minors  is  highly  question- 
able in  light  of  the  position  taken  by  federal  regulations  governing 
Medicaid  reimbursement  for  sterilization  procedures,  which  prohibit 
federal  funds  being  used  for  sterilization  procedures  on  persons 
under  21. 

In  addition,  if  the  purpose  is  to  confine  the  use  of  sterilization 
to  situations  where  the  individual  consents,  there  are  certain 
elements  of  such  consent  which  are  lacking.  First,  there  is  no 
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requirement  that  the  individual  be  informed  of  less  permanent  solu- 
tions to  contraception  or  the  requirement  that  the  Board  find 
that  other  methods  have  been  tried  and  found  to  be  unworkable. 
Second,  there  is  no  requirement  that  the  individual  be  found  unfit 
to  parent  even  with  the  provision  of  support  and  services  reasonably 
available.  Third,  there  is  no  requirement  that  there  be  a  finding 
that  the  individual  is  likely  to  become  pregnant  or  to  impregnate. 
Finally,  there  is  no  restriction  on  the  method  to  be  employed  in 
carrying  out  the  sterilization  procedure. 

The  requirement  that  a  person  understand  the  nature  and  consequences 
of  the  procedure  is  insufficiently  protective  without  an  affirmative 
requirement  that  the  individual  be  informed  of  the  range  of  options 
available. 

The  penalties  imposed  by  this  section  apply  only  to  situations  where 
there  has  been  an  application  under  this  section  which  has  been 
denied.  Therefore,  the  law  provides  no  protection  to  the  incompetent 
individual  whose  sterilization  is  sought  by  a  third  party  which 
bypasses  these  procedural  protections. 

This  section  does  not  distinguish  between  persons  in  institutions 
and  persons  in  the  community.  An  institution  may  be  an  inherently 
coercive  environment  which  may  yield  ostensibly  voluntary,  but  ac- 
tually invalid,  consent. 


Guardianship  and  Conservatorship  for  Incapacitated 
Persons 

Defines  "incapacitated  person";  sets  forth  a  procedure 
for  judicial  finding  of  incapacity  and  appointment  of 
a  guardian;  provides  for  notice,  counsel,  and  a  hearing; 
gives  priorities  for  appointment;  provides  for  termina- 
tion, removal,  and  resignation  of  a  guardian. 


rN0TE:  The  Eugenical  Sterilization  law  was  repealed  by  the  1981  Legislature 
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COMMENTS:  The  provisions  of  the  Uniform  Probate  Act  for  guardian- 
ship of  incapacitated  persons  are  largely  inappropriate  for  DD 
persons.  Primarily,  this  is  because  the  sections  were  written  to 
address  a  laundry  list  of  incapacitating  conditions,  each  of 
which  may  have  far  different  practical  effects  on  the  individual. 
Particularly,  guardianship  is  viewed  as  an  all-or-nothing  propo- 
sition. There  is  no  allowance  for  the  developmental  nature  of 
the  DD  handicap.  The  increasing  sensitivity  to  the  necessity  of 
informed  consent  in  a  variety  of  situations  has  led  to  an  increased 
use  of  guardianship  as  a  method  of  obtaining  substitute  consent. 
However,  the  capacity  of  the  individual  may  only  be  impaired  with 
respect  to  certain  types  of  decisions,  such  as  complicated  medical 
treatment  or  management  of  large  amounts  of  money.  The  individual 
may  be  quite  capable  of  making  other  important  decisions  on  his 
own  behalf,  such  as  where  he  wishes  to  live,  what  type  of  job  he 
would  like,  etc.  To  impose  on  such  a  person  a  guardianship  which 
is  limited  neither  in  scope  nor  in  time  is  too  drastic  a  remedy 
for  the  particular  deficiencies  it  seeks  to  cure. 

Provisions  for  limited  guardianship  specifically  tailored  to  the 
DD  person  are  needed.  Specifically,  such  provisions  need  to  address 
the  reason  guardianship  is  sought  -  to  what  extent  is  the  individual 
at  risk  because  of  his  incapacity?  Standards  must  be  narrowly 
drawn  so  that  guardianship  is  imposed  only  when  there  is  no  less 
drastic  means  of  accomplishing  the  objectives.  There  must  be  a 
requirement  of  findings  that  the  individual  is  significantly  impaired 
with  respect  to  making  decisions  which  he  would  be  reasonable  expec- 
ted to  confront.  For  example,  it  makes  no  sense  to  impose  guardian- 
ship on  an  individual  because  he  lacks  the  capacity  to  manage  large 
sums  of  money,  if  the  only  money  he  will  ever  manage  is  a  monthly 
SSI  allowance.  * 


*N0TE:   Provisions  for  limited  guardianship  were  enacted  by  the 
1981  Legislature 
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Guardianship  should  not  be  imposed  as  a  substitute  for  counseling, 
advocacy,  or  other  supportive  or  protective  services. 

For  DD  persons,  guardianships  should  be  time-limited  so  the  order 
can  be  reviewed  as  the  individual  progresses  through  the  service 
system.  Decisions  which  may  be  outside  the  competency  of  a 
20-year-old  DD  person  may  be  quite  manageable  when  that  person 
is  thirty. 

Provision  must  be  made  for  the  express  retention  of  ancillary 
rights,  when  appropriate,  which  are  otherwise  lost  in  general 
guardianship  proceedings.  For  example,  the  right  to  vote  is  a 
critical  benchmark  for  many  individuals.   If  a  person  is  capable  of 
exercising  his  franchise,  that  right  should  be  retained  even  if 
other  decisions  are  placed  in  the  hands  of  a  third  person. 

The  provision  for  testamentary  appointment  by  a  parent  can  be 
seriously  unjust  to  a  DD  person  whose  competency  is  marginal.  It 
allows  for  the  appointment  without  any  procedural  protections  or 
the  opportunity  for  the  individual  to  protest  without  initiative. 
It  is  unreasonable  to  expect  that  a  mentally  retarded  person  will 
have  the  resources  to  contest  a  testamentary  appointment  without 
specific  provision  for  such  review. 

Mechanisms  for  third  party  consent  for  specific  situations  must  be 
streamlined  so  they  can  be  invoked  when  necessary,  avoiding  the 
appointment  of  unnecessary  guardianships. 

Mechanisms  for  maximizing  a  client's  independence  must  be  developed 
within  the  guardianship  system.  An  affirmative  duty  should  be  placed 
on  a  plenary  or  limited  guardian  to  involve  his  ward  to  the  maximum 
extent  in  decisions  affecting  the  ward's  life.  Additionally,  the 
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concept  of  advocacy  on  the  part  of  the  guardian  needs  to  be  incor- 
porated. Guardians  who  are  charged  with  arrangements  for  the  care  of 
their  DD  ward  must  be  held  to  the  standard  of  the  least  restrictive 
alternative. 

Guardianship  should  be  a  last  resort  for  the  DD  person,  and  there 
should  be  a  requirement  that  other  mechanisms  have  been  tried  and 
found  ineffective. 

Specific  decisions  affecting  fundamental  rights  should  be  elimina- 
ted from  the  power  of  the  guardian.  Among  these  should  be  any  right 
to  consent  to  sterilization  procedures  or  the  civil  commitment. 

There  needs  to  be  clarification  of  the  provisions  affecting  minors 
and  those  affecting  DD  persons.  Can  a  DD  minor  have  a  plenary 
guardian  appointed  on  the  grounds  of  incapacity,  or  must  the  appoint- 
ment follow  the  procedures  for  minority? 

Basically,  these  provisions  are  too  broad  to  be  sufficiently  protec- 
tive of  the  rights  of  DD  persons.  As  the  technology  of  providing 
services  in  community- based  facilities  to  DD  persons  advances,  the 
provisions  of  the  Uniform  Probate  Code  become  less  feasible  with 
respect  to  DD  persons. 


33-22-304   Insurance  Coverage  for  Handicapped  Children 
et  seq. 

Provides  that  no  individual  or  group  contracts  for 

hospital  or  medical  expense  insurance  may  terminate 

coverage  for  a  handicapped  child  upon  attainment  of 

limiting  age  for  coverage  for  dependent  children. 

COMMENTS:  When  fully  implemented,  such  provisions  in  insurance  law 
make  possible  a  broader  range  of  potential  services  for  DD  persons. 
Availability  of  public  benefits  for  medical  expenses  need  not  be  the 
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determining  factor  in  the  creation  of  community  residential  alter- 
natives. Programs  can  be  created  for  children  of  persons  with 
private  third  party  payment  plans  for  medical  care  which  are 
tailored  to  highly  specific  categories  of  need. 
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5.0   CONCLUSION 

The  majority  of  comments  concern  the  apparent  lack  of  coordination 
among  the  various  components  of  the  service  system  for  developmentally 
disabled  persons  in  Montana.  Because  individuals  with  developmental 
disabilities  have  difficulty  negotiating  on  their  own  behalf  for 
services  which  they  require,  it  is  believed  that  a  mechanism  for 
coordination  of  services  must  be  uniform  and  readily  available  to 
each  client  within  the  system.  This  entire  area  of  concern  is  one 
which  is  most  amenable  to  administrative  regulation. 

There  is  also  a  need  for  a  clearly  defined  process  for  clients  to 
appeal  decisions  affecting  their  access  to  and  movement  through  the 
service  system  when  such  decisions  are  adverse  to  their  interests. 
It  is  suggested  that  a  general  mechanism  for  appellate  procedures  for 
DD  persons  be  established.  Legislative  amendments  could  refer  to 
this  process  and  require  it  be  made  available  to  clients  within 
various  agency  jurisdictions.  Provisions  for  the  assistance  of 
advocates  or,  when  appropriate,  lawyers,  would  also  be  necessary. 

Good  laws  do  not  automatically  translate  into  good  programs,  nor  do 
bad  laws  always  result  in  bad  programs.  Legislation  can  only  provide 
the  philosophy  according  to  which  a  state  will  serve  its  severely 
handicapped  citizens.  Montana's  philosophy  is  obviously  progressive 
and  enlightened.  Future  legislative  initiatives  should  be  designed 
to  remedy  the  obvious  areas  of  inequity  which  continue  to  exist, 
but  should  not  involve  sweeping  changes  in  legislative  direction. 
Immediate  attention  should  be  directed  to  the  mechanisms  through 
which  current  legislation  is  implemented  and  the  regulations  govern- 
ing specific  program  components. 
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